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FAMILIES WITH DISABLED CHILDREN: ISSUES 
FOR THE 80'S 



FRIDAY, APRIL 19, 1985 

House of REPRESENTA-nvES, 

Select CoMMnrEE on Children, Youth, and Famiues, 

Washitigton, DC. 

«, conMnittee laet, pursuant to notice, at 10:35 a.m. in the 
Mahbu Room, Anaheim Hilton and Towers Hotel, 777 Ck)nvention 
Way, Anaheim, CA, Hon. George Miller presiding. 

Members present: Representatives Miller, Lehman, Moiison, 
Vucanovich, and Evans. 

Staff present: Ann Rosewater, deputy staff oirector; Jill Kagan, 
research assistant; Christopher Reynolds, professional staff 

Chairman Miller. We will now call the first panel. Beverly Ber- 
tema from Sebastopol, CA; Mary K. Short, from Fountain Valley, 
CA; Lisbeth J Vincent, associate professor for the Department of 
Studies in Behavional Disabilities at the University of Wisconsin, 
Madison; Ann K TurnbuU, the acting associate director. Bureau of 
Child Research, University of Kansas, Lawrence, KS; and John A. 
Butler, who is the principal investigator of the cooperative study of 
children with special needs, the Children's Hospital Medical 
Center, Boston, MA. ^^^^^ 

Welcome to the committee. We will recognize you in the order in 
which you appear m the witness list. We are all going to have to 
speak up so that the people in the back of the room will be able to 
benefit from your testimony. 

*^^™°if'*™^'*''c^'' Congressman George Mi:xer, a Representative in Con- 
Ch!SreS?Yo™h. and'famiu^"™'''''*' ^''^'^ ^""'^ 

Welcome to the Select Committee on Children, Youth and Families, 
nil nt^'I'L i, f!?"''""t to,.-''P!o''ej as we have for two years, the needs of our fam- 
ihes and the childien who live in them. Our members, of both parties, underetend 
^ent importance of building an information base to a Kr S 

fng u.r especially in light of the social and economic changes corfront- 

n..: u'iiofi'"' u^-J'^f?"'^ "'i^*'- Disabled Children: Issues for the 80'8"-continue8 
our ser es looking at families living in special or unusual circumstances 

h^^hJ^^llTfr aI *^ !^"" P""*"^^"' destablilizing stresses these 

S .^?i^n5" •'T *^ ^"'"'■^ chronically ill or disabl^ children have 
b^st use of S ^nH ^'^Pl^'"^"' opportunities. We will look at ways to make the 
oM^Li^f S'"^ and private resources so that these families and children receive 
the supports they need to enioy independence and stability. 

iHp«^i?V,SilM I'm^ u ^ \" important one. We will learn directly from fam- 
on TnH "H^'^'-^ <^ .with child care, health care, with educa- 

o V needs. We will hear from innovative service providers 

And. as always, we wili gather the best available research datT I Sink it wil 
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become evident, however, that our government still does not commit adequate re- 
sources to learning about those who are disabled or their needs. And tliere is little 
dispute that the resources committed to providing necessary services are sorely in- 
adequate. 

Perhaps our work here today \n\\ help bridge some of the gaps. I think all mem- 
bers of Congress want to move forward, not backwards. I think they are more sensi- 
tive than some others in Washington, who have recently made some unfortunate 
and unfair public remarks on the subject we will be talking about today. 

I look forward very much to your testimony. 

Famiubs With Disabled Children— Fact Sheet * 

how many chronically ill and disabled children are there? ** 

A widely accepted estimate of the prevalence of handicaps in the population 
under age 21 is 11.4% (9.5 to 10 million children). (Kakalik, 1973) 

Over two million children, double the number since 1958r-61, suffer some degree of 
limitation of their activities because ^'f their health or disajLility. (Newacheck, S idetti, 
and McManus, 1984) 

Just over one million children (1.5% of the childhood population) are limited in 
their ability to attend school. (Newacheck, Budetti, ard McManus, 1984) 

Anothe 9 million have less severe chronic ilintsses. (Vanderbilt Institute for 
Public Policy Studies. 1983) 

STRESSES THAT CHALLENGE FAMILY STABILTTY 

Families with a disabled child are about tvdce as likely to experience divorce or 
separation. (Breslau, unpublished, 1985; Bristol, 1984) 

Nearly 20% of children v ith cerebral paby seen over a twelve month period at 
one Chicago care center had been abused. (Diamond and Jaudes, 1983) 

In 1980, respite care was the need most frequently identified by state social serv- 
ices for families with developmentally disabled children. (Cohen and Warren, 1985) 

PREVENTION SAVES MONEY AND KEEPS FAMILIES TOGETHER 

In-home care for a severely disabled child costs $7000 to $8000 per year, compared 
to $38,000 to $40,000 annually for institutionalizing that child. (Disability Rights 
Education and Defense Fund, 1984; Vincent 1985) 

If intervention for handicapped infants is delayed until age six, education costs to 
age 18 are estimated at $53,350. If intervention services begin at birth, education 
costs are estimated at $37,272. Total savings: $16,078. (U.S. Dept of Education, 1985) 

For every $1 invested in high quality preschool programming, there is a $3 reduc- 
tion in public special education costs. (Schweinhart and Weikert, 1980) 

A Colorado study which analyzed the cost-eHeotiveness of a quality preschool pro- 
gram found a cost-savings of $2000 per pupil in averted special education services. 
(Weiss, 1981) 

HANDICAPPED CHILDREN: IN OR OUT OF SCHOOL? 

Although as many as 10 million children are estimated to have handicaps and 
may need special education services, in 1983-84, 4,341,399 handicapped children, 
ages 3-21, were served under the Education of the Handicapped Act. (U.S. Dept. of 
Education, 1985) 

Almost half the childi en served were identified as 'learning disabled'; and the in- 
crease in the learning lisability category (from 797,213 in school year 1976-77 to 
1,811,489 in 1983-84) accounted for the greatest proportion of the total increase in 
children served since 1976-77. (U.S. Dept. of Education, 1985) 



• A complete list of references is available upon request 

** Who IS deHned as handicapped or disabled may include those within a broad range, those 
with mild mental retardation or learning disabilities to those with hearing impairment, visual 
impairments, severe physical disabilities, multiple-handicaps Or chronic illness Depending on 
the definitions used, estimates of the percentage of children with disabilities may range from 4% 
to oi the childhood population (The Children's Policy Research Project, 1980, Estimates ot 
the number of handicapped children are highly unsatisfactory because many childrjn are in- 
correctly classified as handicapped, others posses undetected disabihties (Gleidman and Hoth, 
1980) 



ERIC 



8 



3 



FINDING A JOB: FEW OPPORTUNITKS FOR DISABLED YOCiM 

peSuSlfof^'^^L^f*"^.* °' ^rkin«-a«e «li«bled adults (6 to 10 milUon 
Iflhio nftf^" ^ ^"^ supported day and vocational services 

cn fr^^fu"'*'™!!^ }^'^'^ "'"^ movement towari employmenr^ 
^w^n ISTin^'of'?"^''*' ^t,^-^: ^P*- of Education, 19&4)^ ^ 
»n«S,„ t!!^ 5O%-80% of former special education students are employed However 
among more severely handicapped students in the state of w3S^' o^Tnk 

Hmp I'Sfi?;^- P^" ^'^'''y »««««cappedyouS dmoetKRre in S 

Ume, entry-level service positions. A Coloradrstudy fiund tha^ sned^^uium^ 

MEBTING THE COST OF HEALTH CARE 

^u^^ expenditures for health services for chronically ill or disabled 

fnrSJ'Jf ^^" f-' ^' children receive health benefits under irroup piano manv costs 

Mi^reiTud^'\±™'^^^* ^^^^'^ chUdren^'nK 
crerTr^ris^TnlT^^ ^T't^r.^y P"^^^ because of refiisXto 

coyer preexisting conditions (Vanderbilt Inst tute for Public Studies. 1983^ 

sician, or no publ."- or pnvate health insurance. (BuUer, 1984) regular pny 

Chairman Miller. Beverly, if you would like to proceed. 

STATEMENT OF BEVERLY BERTAINA, PARENT, SEBASTOPOL, CA 

Ms. Bertaina. My name is Beverly Bertaina. 

Chairman Miller. You are going to have to soeak up becausp 
the microphone is for the recorder-- ^ necause 

Ms. Bertaina. Oh, I see 

Ms^&inI^OK.^"^ unfortunately, not for the room. 

si^ w?tr?«ifH w'^^oi^^^'^'^i^' ^ (Makes 
• ^^nJ ^ ^.P* nickname when we sat in at the HEW 
building in 1977. Adam is 12 years old. He has severe diSbiHti^ 

der. I hate always having to start out this way, but it is necessary 
in order for the people to understand the ma^itude o?ou^^2^ 

adlJlte^tiV.?'^ in California, parents of children and 
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which, in my situation, ended up an hour across the county from 
our home? 

Special education is the single most important support system 
available to families with disabled children. Since Public Law 94- 
142 passed, great progress has been made in providing disabled 
children with an appropriate educational program. However, the 
letter and spirit of tliat statute has been consistently violated in 
the area of integration. Manv students are still placed in expen- 
sive, segregated facilities, not because they need to be there, but be- 
cause the facilities exist, and administrators want them filled. 

I understand that Orange County has been attempting to get ap- 
proval from the State to construct a new segr^ated facility. Inte- 
grated programs cost less, and provide a far better education, but it 
is very hard to get your kid into an int^ated program if they are 
severely disabled. 

It took us 2 years and a fair hearing to get our son out of the 
development center. We got him into an integrated program, but it 
is 15 miles and an hour s ride across the county fi'om our home. 
Transportation costs are tremendous because the schools in our dis- 
trict refuse to provide programs for the severely disabled students 
who live in their districts. We pay property taxes there, but we 
cannot get our kids into our own schools. 

Regular education students have first priority for space in 
schools, and if anything is left, special ed students may get it, al- 
though they may also get kicked out tlie next year, if they need the 
space for somebody else. 

Only special ed students are told there is no room or no program, 
"go somewhere else." Schools do not care how far, how inappropri- 
ate, or how segregated "somewhere else" might be. 

In the past, parents could depend on the Federal Government to 
be the final defender of their children's rights, but since President 
Reagan was elected, the Federal Government has acted more to 
limit those rights than to expand them. 

I wish to thank Congress for refusing to cooperate with the ad- 
ministration in repealing and block granting che funds for Public 
Law 94-142, and Section 504 

Another choice we have had to make is do we allow our child to 
use ."^egr^ated services, or do we battle to get into generic commu- 
nity services. There are no camps. There are a hundred camps in 
our area in Sonoma County, none of which will accept our kids. Sk), 
we have to drive them a 150 miles south to a special segregated 
camp in Santa Cruz. Ihere is no int^ated swimming program at 
the YMCA, no integrated after school programs, or recreation pro- 
grams, and there is very little child care. 

Parents with children with severe (Usabilities need child care as 
much or more than other parents, and they need it for a longer 
time. We were fortunate in finding an integrated program with a 
family who has a disabled child ard is not afraid to deal with him. 
But, we are charged a third more than the other parents. The chil- 
dren in the child care center are much younger than Adam, but 
there is no age appropriate option for anything after school. 

Regional center, the regional center system in California, one of 
their mandates was to deal with this situation, to try to get generic 
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servicMto include our kids, but they are so underfunded, it has 
never been done. 

Do we ruin ourselves financially or do we place our kids? This is 

l!f!hl? f 'W^yy P^"ts face- " is an amazing para- 

dox tlvat institutional care for Adam would cost between $30,000 to 
$65,000 per year, but the Federal and State Government is willimr 
hSe' °" ^ ^^'^ *° a year to iielp us keep AdaS 

rr^^^K^ medical expenses are veiy large. We are fortunate that 
my husband carnM very good medical insurance, but many fami- 
k!h ?^ 1 ; emergency where Adam choked and 

had to go to the hospital. The ambulance ride and the emenrencv 

surance, it would have been incredible. 

Adam uses very expensive equipment, A $3,000 wheelchair, a 
walker, an ami support for feeding. Our 7-vearK)ld van with rai^ps 
will soon have to be replaced with probably at least a $15,000 van 

Syon? °^ °^ "° ^^^P ^ ^"^^ 

tJ^^^' v^^y important, except he is going 

to be outgrowing Pampers pretty soon, and the cost of diapere wifi 
then raise to $8.75 a dozen, lie go^ through a dozen in 2 di^. 
ctL^i^'^lL Tf^ costs $6 to $9 an hour. Adam's camp 
«?on itl /ff days. When our daughter went to camp, it cost 
aI^^iJT J'^V''^'^^'"^'' and the $475 is not tax de- 

;S «V ^^"^ °^ expenses are, and if a flat tax is adopted, 
none of our expenses will be tax deductible. 

hJ\u^C^f^ "u"^* ^ at the maximum rate 

by the btete for reimbursement for his care until he is 18. So we 
are caught one wav or the other. ' 

roSl"? ¥T o'-^teide our home when he is 18 and he is 
'^^A^^° ^°7^J^i '^^P"^® him of the fanxUy life that 
Z Z Ah^^'t^ ? entitled to? He is getting harder and Lrder for 
f^«J^,« i'^'S"^* ^.T^L 20 Tioure of respite services, but 

ba?hin«rTi^)!STft^ ^ Sf^^ S^u^*^ diapering, dressing, enemas, 
5,^f him in and out of his chlir, in and 

rp^nteiSorft^extt^^^^^ ^ °' 

There is also tremendous pressure from his school, his doctors, 
his therapists, and from our own sense of responsibility, to Uy and 
«1 n^^«"iS; ^^o'" example it is very important that his educiition- 
f« ^^^^ be continued at home; m special positioning, he needs 
?„5^ a special arm support when he is learning to feed himself, in 

andiffnfj^n^'w""''^*''''^-^*'"'*' him extra simulation 

and attention. We are running out of energy 

^hZ^""^^ daughter shares a great deal of this with us, but 
when she goes out on her own next year, it is going to be that 
much more for my husband and I to deal with * 

hi. In/rilL^"*'^^'^ 'I place Adam outs: le our home, 
he will receive more services than he can get inside our home. In 

ance from the regional center, full medical and dentfJ care, free 

d(X)r, free transportation, free equgmS 
full attendant care. Noneof which we can get at nome. 
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Just considering respite, we need 2 to 3 hours of respite daily, 
plus 20 additional hours monthly for v/hen he is out of school, on 
holiday, or cick, and 10 days a year, at least, for a consistent sus- 
tained break from his care, lliis may sound like a great deal, until 
you understand that we have used up a 2 month allotir ont of res- 
pite in order for me to be here tod^y. We will get no respite for the 
next 2 months. 

I work as an independent contractor. When I do not work, I do 
not get paid. Most of my income goes for child care and for other 
expenses for Adam. I appreciate that this committee paid my trans- 
portation, but I really wish I had thought to ask for child care ex- 
penses. That probably should be something that is offered to fami- 
lies when they are testifying. 

One of the choices we will be making— at least, I hope, not until 
he is 18-— is do we place him in a State hospital or do we spend 
years flnding or creating a community placement for him? We 
have always pledged to ourselves and to him that we would never 
place him in a State hospital. We feel that large institutions can 
never be a good place to live. I would not live in them. You would 
•lot live in them. Adam is not going to live in one either. 

Community residences have been shown time and again to be far 
superior and far more cost-effective. We have watched many of our 
friends with adult children spend years looking for a good place, to 
finally And one, then to be placed on a waiting list, or to watch it 
close after a short time because of insufficient funding. We really 
dread the time when we will have to start that search. 

Cuts in services in funding in the last few years are a serious 
blow to families with disabled children. State hospital placements 
are on the rise again in California because families are breaking 
under the pressure. 

We have, for the first time, seriously considered placing our son 
We do not want to, but we honestly do not know how long we can 
keep going. 

I would like to say that special education, as well as regular edu- 
cation has recently begun to realize that it is not enough to teach 
children to be good students, and to function in a school environ- 
ment. The emphasis is beginning to change to training students, es- 
pecially those with severe disabilities, to be functioning partici- 
pants in the full range of activities provided in our society, such as 
home life, social /recreational activities, and especially meaningful 
employment. 

Marvelous work is being done in Madison, WI, and other places, 
to begin training severely disabled students from age 12 to live, 
work and play in their communities. The transition from school to 
work has been important and a difticult process for young adults 
with disabilities. 

I am encouraged that the Department of Educaticn recognizes 
this, and has provided leadership under Mrs. Will to deal with 
transition. I know without this kind of assistance, Adam has little 
chance of succeeding in his move from school into adulthood and 
independence. Thank you. 

[Prepared statement of Beverly Bertaina follows:] 
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Prkparxc Stateuxnt op BivntLY BntTiUNA 

My iwine is Beverly Bertaiwa and Ym A<*Am'8 Mom. He is 12 veaw old and hiiB 
severe djaabiUties including profound retardation, cerebral palsy and u seizure disor- 
der. Adam does not speak, or walk nor is he toilet-trained. He has almost daily sei- 
zures. I say this not so you will feel sorry for him but only so you will realize the 
magmtude of our situation. 

«hi{lt2f o^i'^*!!?*^^? ^California, parents of chUdren and adults with d:». 
abuities are faced with a number of apalling choices at every stage of their lives and 
development In the short time we have here I will discuss only those choices we 
have made recenUy or JviU make in the near fut«ire. wc 

»i «S? ^ ^^"^ ^1 ^ a second^lass segregated school where 

we wiU never see a non-disabled child or do we fifi^ht to get Sm into an integrated 
propam which is a one-hour bus ride across the county? 

id?"^ ^"^^ Education for AU Handicappe/chOdien's Act) was phased in 
m^jpeat propess has been made m providing SaihM students with an appropri- 
ate educational program, however, the letter and the spirit of that statute Secoo* 
fflj^tiy violated m the ar^ of integration. Bfany students are stiU placed in segre- 
gated sdiools not because they nee^ w be therebut because the facilities exirtand 
administrators want to see them filled. 

, : "5 ^? ^ hearinjf to get Adam into an integrated program 

but It 1815 miles and a one-hour bus nde away. Transportation costs are tn^en- 
dous because many school districts refuse to provide a program for their severely 
disabled students in their local school. Regular education students have 1st priori^ 
for space in schools and special education s^Jdents get what's left, if any an^ oRen 
lose that when the room IS needed for something else. •» ^ 

In the past, parents could depend oti the fedferal government to be the final de- 
fender of their children s rights, but since President Reagan was elected, the federal 
goveniment has acted more to destroy those rights. I wish to thank Congress for 
r^usmg to cooperaio with the administration destroying PL 94-142 and Section 

A^' ?i ^ aUow our children to use segregated community services or 

do we battle to get generic services to include our ^dSsiP "r 

There are no camps (out of the many in our area) which are prepared to accept 
our wednye him 150 miles south. There are no integrated swimming pro- 

grams at the piCA, there are no integrated afler^chool programs, recreation pn>- 
frams or child-«u*. Parents of children with severe disabih^eTneed child^as 
much or more than other families and usuaUv for a longer time. We were fortunate 
^^^^ child^ for Adam with a family who has adis- 
ahled child and is not afraid to deal with him. But we are charged o le-thiid more 
than the other parents are charged. 

AJl this segregation is redundant and unnecessary and costs our society a great 
deal m money and m Icet opportunity to experience what disabled children have to 
orier. 

3. Do we ruin ourselves financially or place our child before he is ready? 

PSf^^^ institutional care for Adam would cost $36,000 to 
Q 7^;^^'' H ^® f^®™^ government are willing to spend only $2- 

d,000 per year to help us keep Adam at home. -o j ^ 

Adam's medical expenses are very large including two expensive seizure medica- 
Uons taken daily, frequent blood and other tests and visits with at least four differ- 
ent doctore. We are fortunate that my husband's employer provides good medical 
^d dente^ coverage but many families do not have this. fiuriAg a receit emergency 
when Adam choked and stopped breatit^, the cost of the ambulance ride and 
^uJ^^?^^^^ 4^^^ ^^^^ It is difficult to find adequate 

dental and orthodontal care for persons with severe disabilities even if you have in- 
equ^* understand from friends that Medi-care reimbursement is grossly inad- 

piijlS!?!^ equipment including: $3,000 wheelchair (paid for by 

^nal Center). $150 walker, $^00 arm support for feeding (providS by the 

$19 OfSl"nW ^q"^^ ^"^H^ ^"^ " replaced, it will cost, at least 

^UfWn) plus $3,000 more for an electric lift). 

wilffn^^^to^l^)' ^^"^ outgrows children's sizes soon, the cost 

Working parents who can find an agency to assist them in purchasing some of 
this equipment must be very careful because they may be asked to repaj the fuU 
amount plus interest. 
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When child-care is availal)le (which is seldom) it is more expensive than usual. In 
our area, a specially trained sitter receives $6 to $9 Der hour. Adam's camp cost 
$475. Mcny of these extra expenses are not tax deductible and none will be if a flat 
tax is adopted. 

If we did place Adam before he is 18 years old, we would be charged by the state 
at the tn<»»iwitim rate of his care. 

4. Do we place Adam outside out home at age 18 when it's appropriate or c^o we 
place him at age 12 and deny him the family life that every 12 year old is entitled 
to? 

As Adam grows older, he becomes harder to deal with at home and we need more 
services to help us keep him at home. We are findicg that the 20 hours of respite 
service we are not allotted are totally inadequate in helping us with his daily care— 
diapering, dresnmg, enemas, bathing, feeding, lifting, etc. There is also tremendous 
pressure from his school, doctors, therapists, and from oiur own sense of responsibil- 
ity for us to tiv to ''do evenrtiiing". It is very important that Adams' school pro- 
gram be carried through at home including special positioning, using the arm sup- 
port in feeding, using the conununications ooard, giving him extra stimulation and 
attention, etc. But we just don't have the time or the energy to do it aU. Our teen- 
age daughter shares a great deal of the work and wheu she goes out on her own 
next ^ear, it will be that much more for my husband and I to do. 

It 18 truly outrageous that if we place Adam outside our home, he will receive 
more services than we can get if we keep him at home. In placement, he would get 
full SSI benefits, further financial assistance from Regional Center, full medical and 
dental care, free diaiwrs delivered to the door, free transportation to free communi- 
ty activities, free equipment, full attendant care. 

In order for us to keep him at home, we need at least 2-3 hours of respite daily, 
20 additional hours monthly for our meetings or when he is sick or on school hou- 
days, and 10 days each year so we can have a sustained break from his care. This 
may sound like a great deal until you understand that we have used a full two 
months allotment (40 hours) of respite in order to allow me to attend this hearing 
and my husband to attend a Regional Center meeting. We will get no more respite 
for the next two months. I work as an independent contractor and am only paid for 
the hours I work. When Adam is home sick or on school holiday, I must miss work. 
Most of my income goes for chOd care and other expenses for Adam. I appreciate 
that this committee paid for my transportation but I wish I had thought to ask for 
chOd-care expenses. 

5. Do we allow our son, as he becomes an adult, to be placed in a state hospital or 
do we spend months or years finding or creating an appropriate place for him in the 
community? 

Long ago we made a promise to ourselves and to Adam that we would never allow 
him to go to a state hospital or large institution. It is our opinion that as much 
money is poured into them, as dedicated as the staff is, as stable as the program is, 
a lar^e institution can never be adequate, much less a good place to live. Small com- 
munity residences have been shown time and again to be more cost effective and 
superior to state hospitals. 

We have experienced nothing sadder or more frustratii^ then watching our 
friends with disabled children searching for a community residence which is a warm 
home with a small number of residents (6-8), located in a community with the nec- 
essary services, only to be placed on a long waiting list or to see the residence shot 
down aitei awhOe because of the lack of stable funding. We dread the time when we 
must start searching. 

The federal and state governments have done little and are now doing less to pro- 
vide sufficient resources to support appropriate community residences and services 
for adults with disabilities or to monitor the quality of those services. 

Tne cuts in services and funding in the past few years are a serious blow to fami- 
lies with disabled children. State hospital placements are on the rise again because 
families are breaking under the pressure. We have seriously considered placing 
Adam outside our home because of the stress. We honestly don't know how much 
longer we can hold out before the overhelming stress becomes distructive to the r?dt 
of the family. 

Thank you for listening. 

Chairman Miller. Thank you. 

Mary Short. I would also add that Barbara Vucanovich has just 
joined us. Thank you. 

Ms. Vucanovich. Thank you, Mr. Chairman. 
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Ms. Bertaina. Oh, excuse me. One more thing I forgot. I brought 

Chairman Miller. Mary? 

STATEMENT OF MARY K. SHORT, PARENT, 
FOUNTAIN VALLEY, CA 
Ms. Shopt. Thank you. 

My name is Mary Short, and I am a single parent of a 5V4-year- 
old severely handicapped daughter. She has a diagnosis of tuberous 
sclerosis, an autoror .al dominant genetic disonler. Although she 
chronologically is 5%, developmentally, she has the capabilities of 
a 14-month-old. 

I have been divorced since August 1981. Her father last took her 
for visitation December 20 1981. He and I last spoke to one an- 
?£f/^fcQ89^^- He been on probation for nonsupport since 
E^ember 1982, and he will officially end probation December 17, 

« nrin • "1^ 0" probation, be is currently 

$5,050 m arrears m the child support payments. 

11 r ^ M^^^' ^ P^'*** daughter in a board and care facility, a 
small family care home. It is important that you understand that I 
am very pleased with the home. The care she receives and the fact 
that she IS a part of a "real" family. The progress she has madeS 
her fam% '"^ to me. I am very thankful to the care provider and 

f ?V® f®^"*® *!?u* '^^""•ed from March 1982 until June 1984, a 
rotai 01 months, demonstrate my experience with agencies that 
generally do not provide supportive services. Child support enforce- 
n^^LI^ for $350 a month. The attitude of the 

Orange Coun^ district attomev's office and the probation depart- 
ment IS that this IS an unusually high support order " 
««H «9 ffnn™* we divorced, he was bringing home between $3,000 
^1? w2 ^ ^^"^ ^0 percent of his take-home pay 

w too high. If he changed employment since the divorce, and he is 
no longer makmg $3,000 a month, it is his responcibility to take me 
back to court to modify the support order. ^ J ^ 

Effective child support enforcement is one of the deciding factors 
home plaSmeiS ™^ ^^"^^*er is at home with me or in and out of 

Respite day care and babysitting. When my daughter became a 

nf 1Q81 fll^*"!?^ *'^"Jf ^""*y January o. February 

of 1981, they offered 48 hours a month and a vacation period not to 
exceed 21 consecutive days of free, in home or oat of home, respite 
to each m-home client. 

Effective July 1984, each in-home client is entitled to 24 houre of 
respite per quarter, noncumulative. By the way, there is an excep- 
tions policy to that rule. ^ 

The loss of respite, which I personally have viewed as what other 
more fortunate single parents call visitation, was a major deciding 
factor m my decision to place my daughter. 

There is no such thing as day care available to my daugther It 
J^lvScf 'V^^^er who pays for it or what the cost is, it simply does 
not exist. I went through two licensed and four unlicensed day care 
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homes, six children and under, and one roommate. All but one told 
me on a FViday afternoon that they could no longer watch my 
daughter for wnatever reason. 

Money was never given to me as a reason. Not a single day care 
center was available to me. There are two that I am aware of that 
do take handicapped children. Unfortunately, they both meant 40 
miles a day traveling in the wrong direction, which made them 
also out of the school dus range for pick up and drop off. 

Lack of day care was the deciding factor in my decision to place 
my daughter. I could not continue to disrupt my daughter with 
constant changes and I refused to lose a third job over day care. 

Simply finding a babysitter so that I could go out to a movie, God 
forbid I was asl^ on a date, became a mmor project. The babjmifc- 
ter had to, first, not be afraid of my daughter and, second, either 
live close enough to me to walk to and from her own home or be 
able to drive. 

Financial aid. Except for giving up and going on welfare, nothing 
is available to me if my daughter remains in my home. Even wel* 
fare is not a solution since there is a rule about having to seek em- 
ployment when the youngest child reaches school age, and Public 
Law 94-142 defines school age as age 3, not age 5. 

I cannot become a licensed day care provider myself and take 
other handicapped children into my home because there is some 
rule about income from care provimng not being your sole source 
of income. 

When I am working, I earn too much money to qualify for SSI, 
they count child support, or to qucdify for Mem-Cal's share of cost. 
The share of cost program had fixed my monthly repay at some- 
thing like $300 each and every month. California Children Services 
covered all medical expenses related to seizures up until they were 
controlled for 6 months. Then, after she was on $y5 a month worth 
of medication to control the seizures, they cut us off cold turkey. 

To conclude, with my daughter at home, we received nothing. 
Now that sho is placed out of home, it is costing the system $868 a 
month, plus Medi-Cal, to maintain her. And, I still bring her home 
every other weekend. 

I consider this place to be temporary. The only solution for 
myself and my daughter is for me to earn enough money all on my 
own so that I can hire live-in help. Only with a truly employer-em- 
ployee relationship will I be able to provide the security and stabil- 
ity that my daughter needs. I hope one day to be able to say, when 
someone asks me about supportive services that are and are not 
available, gee, I do not know, I am able to provide them all on my 
own. I do not keep up with those sorts of things. 

But, in the meantime and for the benefit of other parents like 
myself, there needs to be a solution found for day care, for respite, 
and for some realistic assistance with medical expenses. For those 
of us who, for whatever reason, do have our children placed, the 
system is efficient. 

The system for in home and out of home handicapped children 
needs to be equalized. Public Law 94-142 gave that to a certain 
extent to all of us for education and the same can be done with 
supportive services. 

Thank you for your concern and attention to this issue. 
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Chairman Miller. Thank you. 

[Prepared statement of Mary Short follows:] 

Prkparkd Statement of Mary Short, Parent 

ca?^"dSLht^'^hf ^^^^^ ^ ^-^ single parent of a 5% year old severely handi- 
^^f^^' She has a diagnosis of Tuberous Sclerosis, an autosomal dominant 

DeLmterlo^lM?^ r'^-^iTfJ ^^l^" '""^^^ '"oJ' for visitation 
D,^«?S^^f '^^ li^ "^i^ ""^ •«'o"»e«- March of 1982. He has 

nfnSv ^wSmfL • •'^u" he IS and has been on probationThe is Su- 

In l.T^ fl!!" "•1*'^ cWiJ support payments. *^ . «. is cur- 

T% ^- nqr daughter in a boanf and care facility, a smaU faauiy 

^ home. It 8 unportant that you understand that I am very DlMS^thtlS 

The events that occurred from March 1982 untU June 1984. a total of 27 month, 
demo^te my experiences with agencies that do and do not SwdelLS^SS 

1. Child Support Enforcement My Court Order is for S36000 « mnMh Th^ 
tude of the Oranp County DA.'8 ok^^d uSMtiorDeparta^nt ^ 

te^e^lSMtd^fr^^fJ?""" " ^\^V^ we divorc^rc brSSho^ 
ht^v^^T? r'-?''"-"" |3,500.00 a month. Ten percent of his take homenav S too 

'^-.'?^.^'"Pl°y"e'>t the SLsolution and U no iZJfSJjtS^ 
SKr " ' ^ «»Pon8ibility to take me back to Cou^ to mod^ 

Effective child support enforcement is one of the decidiu? factors in whether or 
2 Z.nl^*?^"' •"""f me or in an out of home7liS,t 
m„„oT?P^' Babysitting: When my daughter became a client of Re- 

fS^asiri*' of Orange County (RCOO in Janizary o? FebnSTrf 198^1 Uiey^ 
f^i^ hnSrnr T^lJu " P*'"*^ ""tto exceed 21^,2ecutived^|sof 

wav »i. f 1 ^ ^ •j?""^ '^^''e quarter, non-cumulative. By the 

^Sied ITwh^t „fS^''*'°'",P;*"^;^-^ l*** °f '"P'te- which I perSy have 
viewed as what other more fortunate single parente call "visitation^' waalTiiMinr 
deciding factor in my decision to place my daKr ^'«"on, was a n^jor 

who MvsVwW ^/ ^Z'^^ ^ daughter. It doesn't matter 

wno pays or what the cost is. It simply does not exist. I went through hTO linmaS 

hUfn u^'^"^ homes (six cMldrenTmidrvrwd SSi^roo^te 

for wht Wo °" ^ f^'^'^y afteraoon that they could no longer watehSTd^urfiter 
^re"^nte7w^v"Lte "4^" ^^^^ ""u^ ^« r^nrNot^^lTfi 

or dr^S^. ^' of the school bus linge for pidf-up 

couW nn/i'fi^!!,'^*? **'® ^^'''''J^ ""y 'decision to place my daughter I 

1^ a?hirdSovLltr,^' ^^'^ ""^'^t '^•''^es an/ 1 X^d 

to me irmv^i^aLr r^,S„iC°J -^'^"^u"P «"lK0ing on welfare, nothing is available 
U TruleXut EVtiT^iSf welfare isn't a solution since there 

^e and PLT4-14Td.rmes^K^ ^""Ke't <=hild caches schod 

^« wovider mvilf ^ ^S"^' ^IXfl^ ^"ot become a licensed 

f horp'jp o^^I ""y*" and lake other handicapped ch Idren into my home because 
of rcomt!""' f™"" providing not being jJoH^'Lleiru?^ 

suSSrt) or°to qSalSf fir M'■i!^i^1'^;"'^ """"f^ '1"""'^ "•'^y child 

unui mey were controlled for six months. Then, pfter she was on J7K Sn a .^_*t 
worth of medication to control the seizures, they cut off coTdlurkey 
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To conclude, with my daughter at home, we received nothing. Now that she is 
placed out of my home, it is costing the system $868.00 a month, plus Medi-Cai, to 
maintain her. And, I still bring her nome every other weekend. 

I consider this placement to be temporary. The only solution for myseu ana my 
daughter is for nie to earn enough money all on my own so that I can hire live^in 
help. Only with a truly "employer-employee" relationship will I be able to provide 
the security and stability that my daughter needs. I hope one day to be able to say, 
when someone asks me ai>out supportive services that are or are not available, 
"Gee, I don't know." 

But in the meantime and for the benefit of other parents like myself, there needs 
to be a solution found for day care, for respite, and for some realistic assistance with 
medical expense©. For those of us who for whatever reason, do have our children 
placed, the system is beautifully efficient The aystems for in home and out of home 
handicapped children need to be equalized. PL 94-142 gave that to us all for educa- 
tion and Uie same can be done with supportive services. 

Thank you for your concern and attention to this issue. 

Chairman. Miller. Ms. Vincent. 

STATEMENT OP LISBETH J. VINCENT, ASSOCIATE PROFESSOR, 
DEPARTMENT OF STUDIES IN BEHAVIORAL DISABILITIES, UNI- 
VERSITY OF WISCONSIN, MADISON 

Ms. VmcENT. I thank the committee for the opportunity to 
appear today. I am Usbeth Vincent. I am an associate professor in 
the department of studies in behavioral disabilities at the Universi- 
ty of Wisconsin. 

I spent the past 15 years working with families and their very 
young disabled children, children under 6 years of age. I would like 
to point out that there are approximately 60 million Americans 
who have a family member who is disabled. We are talking about a 
large portion of the population when we talk about what are the 
;ssues that face families with people with disabilities today. 

I am sure that many of you in this room have a cousin, a parent, 
a brother, a sister, an aunt or uncle, who is disabled and you have 
in your own experience seen the difHculties that families face. 

I hope I can represent those families today as well as the fami- 
lies that I have had the very unique pleasure to learn from in my 
own professional experience. I am going to focus my remarks on 
families of the youngest children with disabilities, families of chil- 
dren under 5 years of age. 

Imagine being told by your pediatrician that your 18-month-old 
daughter is slow in language development. She is not talking the 
way other children are. She is not following directions the way 
other children are. Imagine that you thought that might be the 
case, and that you have been worried and then imagine being told 
there are no services available until your daughter is 3 years of 
age. 

Imagine being the parent of a 6-year-old who has been labelled 
autistic and severely retarded, that you have worked within your 
family struc^^ure to maintain this child in your home, you have 
bought babysitting, you have paid double tuition at day care so 
your child can be in the facility. Imagine having tried six prograroa 
to toilet train your child, usmg the best that the experts could 
come up with, and not being able to toilet train your child. 

And, imagine finding you are pregnant and then, in 9 months, 
you will have another baby in diapers, and then imagine that in 
order to get your child toilet trained, somebody says to you, we 
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have a program, you will have to wait 6 months, and you wiU have 
Sit^HnnT'.^'^^ from your home, place themTaTi^! 

w» for 3 to 6 months, where you will not be able to 

home ^ maintaining at 

^ ^ Pf*®"* °f a child who was born at 26 
WMks gestation, who spent the first 10 months of their life in the 
nospital, who is on apnea monitors because of their heart stoppimr 
who went through all kinds of respiratory problems, and y^ 3 

. And, imagine bringing that child home, being labelled hearinir 
impaired, menteUy retarded, cerebral palsy, andima^eh^K 
L^o^'" ^""^ hon^e that the bertlLig forTou 

SlAfJf ''^y community can provide yo? ssnice, 

and meet tfte needs of your son, is to place hi^ in a State 
tion for the mentally retarded. "isatu 

^n?!^® J^iL* American family who is undei^ 

fTlfA- '^'"^ fr^ Representative MiUer talked about this mom- 
ri' °V lowered income, of lack of extended family. Fami- 

lies of disaoled chUdren face aU of those stresses as these^o 
mothers so nicely told us, and impgine the SrSSlfu^Sld S 

dl£tol^*^ °" ^ y^"' stress of mS if 

fi^Au"'^^® I worked with in the 

last 6 months. These are not famiUes from 10 years airo these ore 

penence ifl that while they are under the stress of the regular typi- 

^^^^ there they have at least three kinds offfiiSS 

Hn^/iS- ^^^^ of the way we deUver 

do not deliver services m our communities. 

cJsof f V!*^ i*.^^'*** *h®"' is it is not desirable in our 
society to be handicapped. I do not know any parents who have 
wanted their children to be labelled handiJaSped I ha?e not 

mentluT hZ^ ^^^^ T'* ^'^^^"^ a^^t piSSm'S? 
fdflDted L ''"'■^^ ""^^ large number of famiUes who have 
adapted to that pronouncement and have learned to cherish their 

^fcSh"!'*'" ""^^ ^"^e *o famUy. They have iSiS to 

fearfro*^thra^„°^ ^^y^- ^-"^ ^ 

njSi*'o*5® stress is that they are in a state of shock and then we 
&fh. -^KT JV^^ ^J^^ ^ "°der 5 years of age and in 

rnTirSl ^^^o"" U"'*^ do not provide p\3)lic earK 

intervention. So, now, we have placed an additional rtwS cST a 

&^ff tfT?y 4 overWdened with singl^ ^tSod, 
lack of education, we teU them it is your responsibUitvto eo find 
semce, to scramble, to fight, to push, to hX S 3l VoftSn 

J^ndS S?S.v^*' ^? ^^'^ they aiTnot^ 

spond to and they cannot make a difference. 

>,«r.5?niS °f the children that ar« labelled 

^K?r nr^n^nli"^^' ^ °^ ^^^i'' disabUities ar^levere^ 

SnLJ o^t multiple and, in most cases, as Mary so aptly 

« ^1 n nnn * have chosen that we will spend mm 

OoKl institution, and we wUl spend $2^000 to 

$d,000 on maintaining the child at home. i~ ^ . w 



ERIC 



14 

We need to make a commitment to change these types of stresses 
that families of young disabled children face. We passed 94-142 and 
through it, we have made a ^n^or difference in the life space of the 
families of disabled children between 5 and 18 years of age. 

The reality of 94-142 is that it has had limited impact at all for 
families of children between birth and 5 years of age. Because of 
the permissive nature of the preschool mandate, some States have 
lowered their State mandate, nine of them, so that children under 
5 will be served. At the same time, eight States in this country 
have raised their mandates, so that they will not be responsible for 
serving presc'uool age kids. 

So, we are in a situation wheie, as professionals, more than ever, 
we are capable of finding children early. We can screen, we can 
assess them, we can diagnose. Families are referring to us. We 
know the children are there. We are keeping kids alive, and then 
we are putting the family in 5 years of crisis. Five years of not 
being able to find integrated services. Five years of not being able 
to find therapeutic services. Five years of not being able to find 
family support services. 

I would like to advocate that what we need to do is not spend 
more money. I think all too often we look at spending more money 
as the way of solving our problems. I am firmly convinced that we 
are spending a great deal of money in the area of the handicapped 
now, and that we need to look at where we spend it, and who we 
give it to. 

Rather than placing it in institutional based programs, we need 
to Icok to provide families the same level of support for maintain- 
ing their child at homa that we are mlling to spend as a society for 
them placing their child outside the home. 

I am committed, and I know the families here are, to reversing 
the trend, to enabling families to really use the strengths and the 
unique resources that they bring. Families with disabled children 
are under stress. Families with disabled children a^e usually not 
falling apart. 

They are capable and competent people. They h&ve a lot of good 
ideas about how to solve their problems. As these two moms dem- 
onstrated, they know what they need from us as a profession, from 
us as a government, from us as a society in order to meet their 
needs. 

I hope that what we will be able to do in the next decade, the 
second decade after 94-142, is to turn it around and enable these 
families to cherish their children and cherish them at home, in 
their churches, in their communities, in their neighborhoods, and 
in their schools. 

We thank you very much. 

Chairman Miller. Thank you very much for your testimony. 
[Prepaied statement of Dr. Lisbeth Vincent follows:] 

Prepared Statement of Lisbeth J. Vincent, Ph.D., Department of Studies in 
Behavioral Disabilities, University of Wisconsin-NLidison, Madison, WI 

Thank you for the opportunity to appear before you to discuss issues facing fami- 
lies with disabled children. I am an Asisociate Professor in the Department of Stud- 
ies in Behavioral Disabilities at the University of Wisconsin-Madison. I have worked 
with families of disabled children for the past fifteen years. These family members 
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vealed that 60% of the fomiliea received Aid to Families of Dependent Children^ 
44% of the families included unemployed adultr, 47% of the families were Headed 
by a single parent, 14% of the children were suspected victims of abuse, 14% of the 
families received counseling, 1B% of the famihea were involved with more than 
three community agencies other tl an the public schools, 31% of the families were 
hiffhly mobile, 13% of the families F^d problems with alcohol and drug abuse. 

In addition, information gathered rom the siaff who work dit^y with parents 
revealed that approximately 10 perr mt of the parents had received special educa- 
tion or in-patient therapy services themselvec Also, an increasing number of chil- 
dren are receiving p^cniatric care, including niddication, before live years of age. 

These statistics parallel the statistics presented earlifcr on American £smilies in 
general. Having a handicapped child can be yet another stress added to an already 
highly stressed family. Familv priorities diner, in some, obtaining food, clothing, 
and shelter areprimary. The handicapped child is seoundary and not a mAior focus 
of the family. The issue is not whetht,.- the parent "accepts" the child's handicap, 
but how much time, energy, and resources they have available to devote to this 
problem. This is particular^ true if the hand'xap is not a visible or severe one. An 
example of this is a child with a speech and language delay but normal motor and 
social skills. The language delay is probablv a mild problem compared to the many 
other difficulties the family faces. The existing models for parent involvement in 
early childhood/special education are based 3n the handicapped child b^ing of cen- 
tral importance. In a sense, they are based on the family having its pnmanr care 
needs met, so that it can focus on other problems. Clearly, for a proportion or fami- 
lies this is no^. the case. These families have an increafied risk of cLUd abuse and/or 
placement u the child outside of the biological family. 

If the family ki fortunate (only 25%-d5% are), they will be residing in a city, vil" 
lag^ or town that provides the mil range of early intervention services necessary to 
meet their child's developmental neods. Since tne passage cf P.L 94-142, services 
for handicapped children under five years of age and their families have shown very 
limited growth. In 1975, 232,000 preschool-age handicapped children were receiving 
public education based services. National estimatas are that one miLion preschool- 
age handicapped children need special education services. The permissive nature of 
the preschool mandate contained in PX. 94-142 has not spurrea state and local edu- 
ca^'^nal agencies to drar*ati(»lly increase their services to their young children. 
Since the passage of P.L. 94-142, nine states have passed mandatory education legis- 
lation which lowers the age of educational service to less than five years of age. 
Eight states have, however, passed mandatory education legislation which raises the 
age of educational service to five years of age. Thus, families with a young disabled 
child face not only ^e stress of family chan^ and the fact of their child's dia^osis 
as handicapped, but also difHculty in obtaining quality educational and therapeutic 
intervention services. These stresses, added on to the already stressed family, limits 
the handicapped child's opportunity for full developmental growth and ultimately 
his/her contnbution to society. 

A mcgor issue facmg families of disabled young children in the '80s is where their 
children will be educated. The best solution to this problem rests in mandating that 
statt' and local educational agencies assume responsibility for the handicapped 
child's educational program from the point the child is diagnosed. For some child.'en 
this means the moment of birth; for others it is during the preschool years. Without 
a federal mandate, states and local educational agencies will continue to be rtl'ic^ 
tant to enter the arena of early intervention. Such a mandate would benefit :he 
community, in that it reduces the number of children who ai*e placed in out of home 
care, e.g., institutions and foster care. Out of home care is more costly *han in-home 
care with appropriate services. 

A second mcgor issue facing families of dibabled young children is how will they 
be involved in their child's educational program. Despite the stresses that families 
are facing, they do wish to be involved ana maintain a leadership role with their 
children's future. Families are capable of ^nerr^ting solutions to the problems they 
face. The educational, medical, social service, and othor support systems np^d to de- 
velop strate^es for more active decision-maJdng by family members. Such e< itegies 
do not mean that agencies take on the role of solving problems. Rather a family 
systems perspective needs to be adopted. 

Basically, a family systems perspective maintains that each family has available 
resou^-ces it can use to meet its needs. These resources are of both an informal and 
formal nature. The informal network includes self, sr^use, extended family, friends, 
and coworkers. The formal network includes doctors, educators, rocial service agen- 
cies, etc. In Madison, through a sanrey of 30 parents of yoking typical children and 
30 parents of young handicapped children, we discovered that the parents developed 
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simaar resource networks. Basically, 75% of the resources they identified were fmm 
m^if^^T*^ ""^t frequenJy cit«d resoS.* "my Sw^K^^^ 

tt.jq-^tuTof S S;.%1f^1ha'JLtr;ii^ 

£i^.^^^Ser"i^/rS3V^^^ 

tanp«Ke therapist, occupational or plSlfteiS^ S^^r t?^^ 
worker. Other professionals were selected to a iMsr dm^ nJ^^ tL. 
this area support the notion that ea^fa,i% d^loiT^-SSf iiVSJXS 
«t can use to solve the problems -t encouXi onTdS^^SZ^ 

cL^ &"^'on'profSr^^^ SS*.?^- 

iifeSf2ss£rot\aie'Lt^f 

limes tnat tamuies face problems and profesdonalfi often deviM .Tkiik^L 

" 'te'T' '^'4 ?f ^'^y^ XSo^^iTo^T^lSI:*"" 

i ne third m^or issue facmg famili,.'< of disabled children in th* RO'i. » fn ..^ 
their r^urce network and |«»u«« avaffi to StSSiuS to ttd^ 
p°"^- «PP«»«ih taken in Wisconsin has been tKSito^ofFS 
Support Programs. The goal of Family Support in to proWde^tSSoM to^f^^mS 
Jl«n h'^m'""* r^tutionaliring their chUd due to o^HK^y 
than deciding ahead of tune what services are needed, each faSly ^ S^dSd S 

tlT^H^r?^- Assfssraent of family needs andlSwuJSiT^LduffiS wl" 
nmvii^ T with f«mUy member*. pSs^^rt Sen 

provides assistance m unplementing the solutions. One famUy I^TL 3^Sh «n 
who was iabeJ'.^ autistic and retarxled. He was not toileuKd eln^ 

''•"I'' !? "^S"*^ ""'^ felt that she would not be aWT^cSu^^th^ 
children to diaper. Family Support provided a "train^j?^ to woTk^th mom toiS^ 

n,^f oi^thp'l''"'"^ « P^'^l" which ~uTd te^ on ttiSS 

firhe'illX'po^rttt"-'^ ^^-'^ ^o^'o'JSor c?^S 

~,M„5f «f family has a son who was bom at 26 weeks gestation, weiithine two 
S Sr^L'^n^f^ "if'^'T '"•^''•^ intervention and cam^e^Le from oHo^^ 
tTrH^ 8w months He is heanng unpaired, physically handicapped. mentalW re- 

^ ^ involved in their children's program. They want the child to 
ItT 'raPOrtant member of the family. Man^ fLiliw cL"ot do th^ on 

their own because the resources they have available are Mt ourS I^TbUc 

Se W SSTh^'I^,'?' IT"^/ ^•'?PP°^ ProgrliL whfch ca^S^^n 
tne lamily s motivation and skills will help families achieve their goals. 

Chairman Miller. Ann TumbuU is next. 

^TO^ eSiil o^'^^Ji.nTL^^^' ASSOCIATE DIREC 

LAWRENCE RESEARCH. UNIVERSITY OF KANSAS. 

Ms. TuRNP'jLL. Thank you. 
^ih^^rV 1°^ this opportunity to share my perspectives 

tKo^?^ -^ professor in the department of spe^id! ed\^tion 
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I am a special educator. He is a lawyer. We work in the area of 
family adjustment and law and policy as it relates to the disabled 
people. 

We also have a son who is 18 years old, who is mentally retard- 
ed, and tiie ideas that I will be sharing with you are those that 
come from our professional perspectives as well as what we call the 
living laboratory of our home. 

Now, in the resuuxh that we have done with families, I want to 
share with you the fact that often we have been inspired by how 
well families do. This is a point that Lisbeth just maae, that fami- 
lies with children having disabilities have many strengths and 
many ideas and many coping strat^es as well as many stresses. 

I would like to focus my remarks on sharing with you some ideas 
of what I think will help families be succesnul, and some coping 
strat^es that can, indeed, occur in the least restrictive environ- 
ment of neighborhoods and conununities and family life. 

Now, the first point that we have found that is uoportant is just 
exactly what you have heard so far, that many families that have 
children with disabilities, have extraordinary needs, and because 
they have extraordinary needs, their children often are dependent 
longer and the families end up living in a restricted environment 
themselves. 

It is ironic that often we say we want children to live in the least 
restrictive environment of the home, and the very fact of the child 
being in the home often creates a more rescrictive environment for 
the family, and tliat is not right. 

We have identified four or five coping strategies that we think 
hold a lot of success for the future, and that we would like for you 
to consider in your deliberatinns. 

I think something I would like to point out here is that money is 
not everything. Money is important. We must have securely funded 
programs, but I li^ve found as a parent, tind I have found this over 
time, that I cannot buy personal relationships for him. I cannot 
buv a certain type of care for him, for if there is one thing that 
enhances his qualitv of life and our quality of life, it is when people 
are involved with him because they want to be, not because they 
have to be, and for that reason, I tnink there is tremendous power 



A 'wonderful experience that we have had is with an adopted 
grandmother who very much needed grandchildren and wanted 
grandchildren, and we very much needed a grandmother. And, we 
got together and we have had a relationship for the last 10 years. 
This is the relationship that will, I think, withstand the test of 
time, that when Jay is 30 and 40, Grandma Dot will still be in his 
life as well as when he is in his adolescence. 

She has provided respite care. She has provided the overnights. 
She has taken him to special events, ana when we moved away 
from her several years ago, it was very traumatic for all of us, but 
she sends him tapes and she writes him letters, and she sent him a 
new shirt for Easter. 

Those are the things that say to Jay, "You are a valuable person, 
and there are i)eople who care about you, not because they are 
your blood relatives, and not because they are paid a salary every 
week or every month, but because you are a valuable person." 
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f Jlk^lf f** another family near our community who used the local 
footeaU team to help them with lifting, birthing, feting 

vStSf school sons with muscular dystrophy is that theyaii 

Jtet^iS^aJTM^^T andUnL. peeTwho^il^ 

status in the high school, peers who have status that thev do not 

^*i\fnimcneaeB their acceptability in the localproffram 
The footbaU playeis do that on a ^y in and day SStei 
K^?^**°Tu*°i it is a wonderful lespitefor Se ftSuS 
and It buJds on the humanness of people caring about people 

Through vour poUdes and through your Scrams, ^^uau, en- 
hance sooaf support You can enhance pit)g{3lS?fSSr^^ 
parents You can encourage Jaywes, I^SfSrSd^efd^t 

Sth^iK«"*~?TP*°P^^ ^ communitiesVhoTi^ S^S 
with dwabihtjes, and I urge you to take advantage of that jwer 
rattier than always looking fo? professionalized sS?ic2. ' 
oecond, we found that many families cone verv well thmimi, 

Z^\Z ^ '^"^ ^p?°^ ^teSS Ih7dSih^i?^S 

^-^ sustenance, spiritu^rtrShTiS 

commg to gnpe with their responsibiUties. ""-"SHSin, m 

But, we find, from family to family, that often churches and svn 
Rogues and communities are not behig helpffi rSSSS^ JSd 

care program for famihes every Wednesday nieht free of chuiw 

You CM provide funding to schools of theology to preoare their 
S"^li?„;j?f community resouroes^L^r^ w£I 

S E-^ery community has a church or a 

Sr^ monJo? i! Ti?' «>°»^'V"ty has a formal respite care proSSm 

•DiiTSii"^*?*.**''**'^- ^ people caring about^^^ 
Twi - ^^'^ 18 the coping strategy of what welaU reftaS 
Sl ^two^^^ll "^^^ « ^ery difTicultTtimtiS^d 

Slnfu^n^er^^d^^'E^^orr " ^ 
liawfitv^fJ?'.^r '"j""?.^^"* f^i^ies who are able to translate 
hat ihiWrti^^^ disabUity into abUity. That does not me^ 
that children with disabUities are not extra stresses; manv timra^ 

^The SgativS' ^'^P ^^"'^ '•^^ po^itTS'a; wS 

We worked with one mother who had eight chUdren, the younir- 
^t of whom had Down syndrome, and she said she wa^ almSt ?i 
heved when her youngest child had Down syndroml^^ 
did not think she could live through anothef normal S^n^ 
d Jn Jni^H- ^P^^^t point for you to remember L thTchU: 
dren with disabilities vary, and they have strengths. They ^ve us 
from worrying about them when they are drivinfand into S^sl 
mean, there are a lot of stresses they do not create 
• we are not just talking about problem chUdren. We are talk, 
'"ind' fin'„n and chUdren^Yh weS^Sis^'' 
And, finally, a coping strategy that is so important for allofus is 
what you have heard called formal support. WeVeed foraial^S 
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grams, and I could not agreo more wth the previous speakers 
about redirecting money to the conmiunity and not to institutions. 

I urge you to give that your most serious consideration. We do 
not necessarily need more money at all; we just need it in the place 
where the most people are and the place where children with dis- 
abilities can have the greatest chance for quality of life. 

Unquestionably, that is in the community. Help support fanulies 
that care for their children, rather than supporting three shifts of 
institutional workers. 

We want supported, not substitute, family care, and you can help 
us get it. 

Now, another point that is important is that fanulies are diverse. 
The two mothers testifying here are quite different from each 
other, and every other feunily is different from these two. 

The point is that we all have needs, and we all have resources, 
and if you can create policy that is individualized, so that we are 
empowered to use the support you can provide in the way that can 
be most helpful to us. 

One example of this is in about one-third of the States, there are 
vouchsr programs, so that families are given vouchers to purchase 
the services that they need. I do not need respite care services. I 
cf n get that through my social support network, but I need group 
homes and job training for my son. So, my needs are different from 
other parents. If you can look for a policy that is aimed at a vouch- 
er type system, you can put the money where thr. need is. 

Another point related to that is often families need help in being 
consumers. It is hard to be in control of your life. It is easier to fall 
into the pattern of learned helplessness, of letting government and 
professionals te!I you what to do. We need programs that help fam- 
ilies lean-i how to identify their needs, brainstorm and use their 
own resT rces to solve problems, and we can do that. At the Uni- 
versity Kansas, we developed a book for parents called "Tapping 
the Well Springs: A Problem-Solving Guide for Families" and it is 
exactly that-— helping families know how to tap their own well 
springs. 

Another point is that families need balance. Do not expect par- 
ents to do it uU. We get so tired of b?ing told that parents can start 
the programs and parents can advocate and parents can teach 
their children. We can do that, but if we do, we can bum out and 
we can resent our child and we do not make the marathon. We 
wear out in the effort of trying to do it. 

So, help us stay the course, and help us have balanced families 
that can withstand the test of time. 

And, my final point is that families change. What we need today 
is different from what we need next month and next year. We need 
help in planning for a future that is secure. If you have already 
heard that Public Law 94-142 is the best thing that has happened 
to us, and we appreciate your support. 

But, there are 90,000 students a year leaving Public Law 94-142 
programs. They are leaving the seven course meal of Public Law 
94-142 and going back to hamburgers and french fries, at best. 
There are not adult services, and we are planning for a future that 
scares us to death. 



ERIC 26 



21 



f J'^uJ^'Sj^'^"' "iZ'^ "'^<*^ "t""' > f!""P home 

^^h^hJZ^^ ^^^^ option where Jay has the chance to be in 
deSLS^SSi^ii^^^ ^T^' « 8«>up home baaed on inter- 
°" °f life, based on nonhandi- 

capped people hvmg with people having h^di^ £causeTev 
Steia^tim famaTrather ffi TSeSS 

niVh^ThJ^T^A^^^*''" P'^yere. or it was untU last Tuesday 
n^ht. The L Arche house was started by a volunteer board, which 

for tffln1?nPr^*^ '"^"•^y- « P«^y of govermSSKS 
for tlus group home, raising almost $200,000 to buy the hou^ 

the foiJSlt^' f ' board togethe^Cd wcS 

ISt gettin^^P^"^*" ""^^ «^°"P home and who are 

They are Uving there because they think their life will be en- 
hanced when they share it with people having disSS w£i 
'"?i'^,^'^J^ « ?^"* '^ant for a son w daughter? 

Well, Tuesday night, the zoning of ^e L' Arche home cami. 
before the aty commission in QlatHe, KS. BecaVS^ of 

a busmess? Well, T -an teU you that the L'Arche group home is a 
femUy and that is what we wanted for our son. ^ 

stitemiTV'®"* *° the hearing and there was statement after 
statement They appealed on the basis of facts, law and i^ral 
JE*''"^^-^^ done a better joO thihf tW?wM 

XStf mSn^ hv'" cit^cSimSsZ 
dSr wLk Tn^iy proclamations for Exceptional Chil- 

& fW u i *® proclamation about Exceptional Children's 
w y a unanimous vote to create, and this is a quote! 
dmStv" ooportunity for exceptional people iS thS 

^Se ' "^^^ wonderful. They are^rimed for 

One hour later, when the vote came before the board tht^ dur 

«„n^2' fu * ?pmmumty board who has done it through 
social support, through grassroot community effort, the blow ira^ 
almost outstanding, but that was not the woret pS 

ine woret part was when the mayor said, "I would like to shari. 
wth you the reason that I voted agaimi this. Se reaSn I voted 
gainst th^ IS becaiwe my daughtef-in-law has a sisteri^?law who 
SXdle^S.^Ptej^^ 'i^- ^"'^ "° bounds aS^d she w^dere 
fw nlSL^'^!^'^^^ h®'" neighbor's houses and puts on 

M^i^°*b^' have this in our community." 

win?TA distinguished panel, can stop that. If you need and 
want for us to create programs at the community level, we are S 
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ing to do that, but we cannot fight battle after battle of discrimina- 
tion, not without your help in the United States of America. 

For that one woman to say every retarded person is like one.re- 
tarded person is the ultimate in discrimination. You can look into 
using Federal housing and civil rights laws to keep us from wastr 
ing our time on that kind of prejudice, so we can spend our time on 
creating quality of life for citizens with disabilities and their fami- 
lies. 

Please help us. I implore you to help us with discrimination. 

In summary, families can make it. They can make it when they 
have the extra help and a variety of coping mechanisms, and they 
can help make it when their individual needs are addressed, when 
they maintain balance, and when they have a future, when they 
know that their child's future is secure. 

We appreciate what you are doing, and let me assure you as both 
a parent and a professional, and on behalf of everyone in this 
room, that there is a tremendous substantial constituency across 
this land that stands ready and eager to help vou make realty 
equal to the promise and really create a life of opportunity and 
quality for famUies and their children. 

Thank you very much. 

[Prepared statement of Dr. Ann TumbuU foUows:] 

Prepared Statement or Ann P. Turnbull, Ed.D., The University or Kansas, 
H. Rutherford Turnbull. LLB, LLM, The UNivfRsmr or Kansas 

It is an honor to appear before this distinguished committee as it hears testimony 
concerning the needs of families with children having disabilities. We are grateml 
for the opportunity. 

We are professionals in the field of mental retardation— one of us a special educa- 
tor and the other a lawyer. We have written a total of 27 books and monop^phs, 60 
chapters, aiid 75 articles about families, policy, law, and special education m the dis- 
ability field. We have done work in 43 states and three fonaiffn countries and served 
as senior officers of the Association for Retarded Citizens of the United States and 
the American Association on Mental Deficiency. Our research, training, and profes- 
sional leadership have been forge in the living laboratory of our home. Our 18 
year-old son witn mental retardation daily provides us with realibr tests of our pro- 
fessional work and values. Our testimony to you combines our professional research, 
training, and leadership as well as our own family life. 

We want to share with you four premises about how to help families be success- 
ful. We reject the pathology model regarding families that has prevailed too long in 
the disability field. We want to talk with you about policy and programs that help 
families not only survive but prevail. 

1. FAMIUES NEED HELP IN ATTENDING TO THE EXTRAORDINARY NEEDS OF THEIR CHILD 
ON A DAY-IN AND DAY-OUT BASIS 

Families have responsibilities for meeting many different needs. These needs are 
in the areas of economic, personal physical care, domestic care, rest and recreation, 
socialization, self-definition, affection, and educational/vocational. Children vary in 
the extent to which they influence a family's ability to meet these needs; the pri- 
mary vaxiables are the type and severity of the disability and the availability or 
unavailability of community and family resources. It is an established fact that 
most families have limitations placed on them because their child is more depend- 
ent, and remains dependent longer, than other children, solely because of the dis- 
ability. 

Most fai.iilies value the opportunity for their child to live in the least restrictive 
environment of the home and family. But they also recognize that their child's 
living in the least restrictive environment sometimes results in a much more highly 
restrictive environment for the family. There are many different coping strat^es 
families can use to manage their responsibilities and minimize their stress. We want 
to discuss four coping strat^es very briefly— social support, formal support, spiritu- 
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atS^S^rS^oS^^n^^'^'"^ °^ -PP^-^ help fa^Dies 

^3eTuft^^'U^°' to adulthooTAs her sons SAoleS?Joy<J 

learned from the Groeko family a lesson about cout«ge and tai^««^t 

mS, foSLi posthumously from florthwest I^h School, Shawnei 

Many families benefit from assistance in meetinir oersonal car*. nMHa 

bfrn^/« ^ T^**^ volunteer h^p^N^f^iw^Jverf^ 
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nZ; ^'^'^ ^^^^ ^ °r uncomfortable in handling special 

vniii^ ^^l^^^- •'^'P dwindles after the newness wears off. 
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faS? fri^aii^neiE! ^ strengthen social support from extended 

mMv oth^ n..^ni^ K?^n are many people who are willinf; to help and 

as pS^r^X f^r sparkplug programs to make the connertioM 

XkTs^ t^^^nlw ■ grandparents have helped develop social support net- 

soctaft fS'sup'p^^^^^^ « combination of 

dTugUrfS is nSndlv^te Particu ar situation. Their 13-year old 
a trachMoS^v V,rfJ ^ disabled She has no language and breathes through 

Knd volurt^™ kl^ ^^^u^ support comes from a combination o/prt)fM8ion. 
people with disabilities and the community is a far better place f„r humS devSS? 
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ment and satisfaction. Indeed, it is overdue to change Medicaid funding so that it 
will go where most eligU)le people are, namely in the community, rather than where 
the fewest are, in mstitutions. We need for you to support families to care for their 
own children rather than supporting thiee shifts of institutional workers. This is 
supportive rather than substitute family care. You can help families by: 

Residential and Community-Bated Qpfio/w.— Vigorously expanding the options 
under Medicaid, housing, vocational rehabilitation, and tax laws that will allow 
families to mftin^4>'p their children at home or in the community. 

Many familea derive tremendous support from their religious and spiritual inter- 
pretations of disability. 

It helps them fmd purpose in its occurrance. Examples of such beliefs are these 
parent statements: 

God has a plan for that boy. 

In the hereafter, my son mil be on equal footing with everyone else. 

God has a purpose for our family and is t^ichlng us love and patience. 

Our research has indicated a high use of spiritual interpretations and a low use of 
churches and synogogues as helpful resources. In fact, families have encountered atr 
titudinal, programmatic, and ^chitectual barriers in theee organizations. The po- 
tential use of diurches and synogogues as a helpful resouTce to families in providing 
ser/ices (e.g., respite care, counseling, transportation, and group homes) is one of 
our most untapped resources. We have successful models to guide us. A Methodist 
Church in Shawnee Mission, Kansas provides a respite care program for families. 
Training has been provided to church members to prepare them to provide care for 
children with severe and multiple needs. The care is available every Wednesday 
evening at no cost to families. The church members look forward to helping, the 
parents eagerly anticipate the break, and the children eiyoy their new friends. The 
minister is available for counseling during tixis evening time if parents have issues 
they would like to discuss. This is a beautiful example of using existing community 
resources and social support to help families meet their needs. 

A major barrier is preparation of clergy. In the field of disability we have long 
recognized the need to prepare community professionals such as classroom teachers 
end pediatricians to work with families, but we have ignored the vast resource of 
the dergy. You can help families by: 

Training for Community Suppport. —Provi^ng personnel preparation funds to the- 
ology schools to prepare clergy to provide support to families. 

A fmal important coping strategy is called reframing. It refers to taking a stress- 
ful situation and reinterpreting it in a more positive way. This coping strategy is 
frequently used by families. For example, Paula Elizondo from Helotes, Texas com- 
mented in a letter written to Congress concerning the Baby Doe regulations: 

My life and the lives of r^v family were changed forever on January 18, 1980. At 
abou* 6:00 p.m. our daughter Sarah was bom. She weighed thiee pounds. Her diag- 
nosis trom the doctors was hopeless, 24 hours to live, deaf, blind, severely retarded. 

As I looked at her, fighting to live, held her in the palm of my hands, amazed that 
this little one was my daughter, hope b€«ame eternal for me. 

For the next 26 months she taught us more about love, courage, faith and life 
than most of us could teach or learn in 100 years. 

My sons will always have a deep understanding of the hurt that comes with a 
baby bom with problems, but greater, they remember the sweet gentle spirit that 
was 80 evident evexytime they held Sarah, kissed her smooth pofl hands. They have 
learned that even though she never spoke or laughed, never crawled or walked, she 
was alive and was loved and brought them joy with her presence. 

Obviously Sarah has made profound contributions to the way her family meets 
their needs for affection and beird?finition. 

Much of the research literature in the disability field is based on a negative bias, 
on a pathology model that asserts that these children are a pervasive burden to 
their families. Our work with families clearly shows that many families have bene- 
fited significantly from their children. They are able to realize positive contributions 
by reframing disability into ability, liability into asset. We believe that an indepth 
examination of this coping strat^ would provide keys to successful adaptation. 
You can help families by: 

Research on Positive Contributions.Supportmg research and demonstration pro- 
grams that help families and professionals identify the positive contributions of per- 
sons with disabilities. We need to concentrate more on leaming from successful fam- 
ilies rather than to continue to emphasize pathology. 
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2. FAMOUS AU INFINITELY DIVXII8K 

Because family characteristics are so diflferent resDonsM to thm» /.i,«r«M«^-.«». 
^^?£'iZyKc&^ professionals, th'er^fore. routsSST^SS. 

iliSto ?u^S^t>,«T«P„^K!f?i.*^*^ sulwdies or vcuchen to fani- 

SSffi' f«™fiw TO™."* Minnesota found that the subd^had I 

for^Se^^-SS^S^S «.«?der ranpj of acceptable options 
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Sometimes we fear that children with disabilities lose their parents and gain advo- 
cates and teachers. If you were Jay, what kind of adult would you want in your life? 
We think we know when tc pull back; but we pull back with some guilt, because so 
many people confer the role of advocacy on us as if it were our bounded du^. 

Just as we do not expect parents of students without disabilities to be responsible 
for organizing and securing funding for th& college preparatory curriculum in the 
local high school, we should not expect parents of adolescents with disabibties to 
organize vocational opportunities for students with disabilities. Yet this aasumpnon 
exiiBts in communities across this country. Formal profesnonal services are not the 
answer to all problems. In fact, as we have pointed out, families can derive inuneas- 
urable support from friends and neighbors. The point here, however, is that we de- 
velopment of a formal service ^yetem is the responsibility of state and local govern- 
ments and professionals. Families can certainly tielp, but they cannot be expected to 
do it single>handedly. 

FamQ^ are comprised of many simultaneous relationships-^husbands and wives, 
brothers and sisters, parents and children without disabilities, and parents and cml- 
dren with disabilities. Making the child with a disability the focal point of the 
family is destined to create family problems. We need your help in croating pro- 
grams that support family balance. You can help families by: 

Re-examine Family i>uty.— Helping families to make the assumption that their 
child witli a disability will have tne same appropriate access to services as children 
who are not disabled. You can also develop policy that recognizes that parents, 
wives, husbands, sisters, and brothers have ngnts to a normal Bfe. We need to sup- 
port families to be consumers of services, rather than totally consumed disability. 

4. TAUnSEB CHANGS OVKR IHS UR CYCUE 

Families with young children meet their needs in much different ways than fami- 
lies with older children. Families also have different needs at different tLnes. For 
example, with young children, families must deal with "breaking the news'* to rela- 
tives and friends and adjusting to an altered kind of parenthood. But families with 
young adults must deal with the seemingly endless vista of parental responsibUinr 
for an individual who may always be dependent in some ways. And they naust make 
plans to enhance security after they become too old to assume responsibility or die. 

We need to recognize that the transitions to a new life<ycle stage are the times m 
greatest stress. When a child enters school and when he or she leaves it we ^^j}' 
vulnerability in many families. For families with children and youth having diswil- 
ities, transitions are usually more difficult because changes are delayed and hard to 
come by. Families need support in understanding the adolescence of a 16-year-old 
who is physically mature yet functioning at the preschool developmental stage, l^e 
diasonant development creates parental confusion in knowing how to plan for the 
family's future. 

Children who do not experience disabilities move to a new classroom every year, 
and when they are in junior high school they move every hour. They get used to 
changes, and so do their parents. But children and youth with disabilities m special 
class placement may stay in the same class, with the same teacher, f?r ••'J™ 
years. They may never change schools, get a driver's license, go through hi^ ■c*"!^ 
graduation, get married, or leave home— the sipiificant marker events that life 
moves on. Thus, they become accustomed to routme, and so do their families. Rou- 
tine is one of the hardest habits to br€«k. 

We need to develop intervention strat^es to assist families and service providers 
in looking ahead to the future. What skills will the child need to function success- 
fully in the next class placement? In adult service programs? Are we teaching those 
skills? What information do families need about the adult residential and vocational 
programs, and where can they go to frnd it? Where can families go to fmd out about 
guardianship? Wilb and trusts? Social security? Options for expressing sexuality? 

Parents have been enthusiastic about a program in which we help them work 
with teachers and adult service providers so their child can inake an effective tran- 
sition from secondary school to adulthood. Among other things, we conduct work- 
shops witib families on such legal and ethical issues as estate planning, guardian- 
ship, financial resources, sexuality, right to treatment, and case management. Our 
work will be disseminated through the Association for Retarded Citizens of the 
United States. You can help families by: ^ 

Future P^annm^.— Supporting research and demonstration programs designed to 
support families in the process of future planning throughout their lif«j cycle. 

Future planning causes all of us to recopiize a serious deficiency in our service 
delivery system. Programs that help families and professionals plan for the future 
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are useful; but so too is policy that declares that the future is useful to plaii for. As 
a nation we have made tremendous strides in the last decade in educating children 
and youth with disabilities in the public school system. But a frontier of opportunity 
begging for our attention is transition service for young adults with disabilities. An 
estimated 90,000 students now receiving special education services will be leaving 
an educational system that guarantees rights to them and entering the fragmented 
maze of the adult service system. Where will they work? Where will they live? How 
much money will they make? Will their income be enough? Where will they get it? 
We need your help in creating adult services to benefit persons with disabilities and 
their families. 

The Quaker Oats Company has a plant in Lawrence^ Kansas^ where it packages 
products and ships them across America. Several years ago, the pUmt manager en- 
tered into a contract with a local sheltered workshop employing people widi mild 
and moderate mental retardation. It was not a contract to provide work for those 
people in the workshop; instead, it was a contract to bring them into the Quaker 
Oats plant, put them "on line'* with nondisabled workers, and treat them, in all re- 
spects except for allowable pay adjustments for work done, as "regular" employees. 
The plant manager last year accepted the award for Quai >r Oats as the "Employer 
of the Year" from the Association for Retarded Citizens ot \e United States. In ac- 
cepting it, he said that the employees with disabilities contributed far more than 
they earned. They taught other employees how to appreciate the lives they have, 
how to overcome prejudice, and how to learn and practice acceptance. When the 
contract ended, the "regular" employees implored hmi to *l)ring em back" and he 
did just that, with another contract, and another, and anotherTwho were the win- 
ners? Everyone! And here is the great irony. The plant manager is Sherry Schaub, 
Becky s Dad. We strongly disagree with the nay-eayers who think Becky has noth- 
ing to contribute to society. Look what she did for Sherry and what he and others 
have done for so many. 

You can help fanulies by: 

Vocational Traininf Employment— Supporting the preparation of adolescents 
and adults with disabilities to be tax-payers rather than tax-liabilities, as by provid- 
ing vocational educational programs. Further, you can help increase public aware- 
ness and incentives to business to provide needcKl job opportunities. 

Ajiother major adult service need is the creation of more community living alteiv 
natives. Tliese alternatives need to be rooted in tfie most secure funding possible. 
R^earch indicates that the most haunting fear of parents and siblings concerns the 
child's life after their deaths. Families with children who are disabled face particu- 
larly acute existential questions as they ask: What will happen to our children 
when we die? 

'Hiis point was brought home very poignantly to us a couple of years ago when a 
CBS Sunday Morning crew was in our home for several days to film a segment on 
life in families who have a child with mental retardation. During this series of 
interviews, we learned something very significant about our daughter. Amy, who 
was in second-grade at the time. 

Late one evening, after watching Amy interacting so naturally and supportively 
with our son. Jay, the interviewer decided that he wanted to talk with her. He put 
the microphone around her neck, focused the camera on her, and almost before we 
knew it asked her: "How do you deal with the fact that your brother ifl different?" 
Amy quickly responded that she did not believe that her brother was different- "I 
like to sing, Jav likes to sing; I like to dance, Jay likes to dance, I think that we are 
a lot more alike than different." Probably thinking that this was a rather PoUy 
Anna response, the interviewer asked: "Is there anything that you won^ that you 
will get to do in your lifetime that Jay will not get to do because he has a disabil- 
ity? ' 

Amy thought for a minute and responded, "Yes, there is something that I am 
very worried about." "I'm really worried that when Jay grows up he will not be 
able to eet a job. And if he doesn't have a job he won't have any money. And if he 
doesn t have any money he will not have a nice place to live. I am really worried 
about that." 

The CBS interviewer did not quite know how to respond to that comment from a 
seven-year-old girl, because the tone of her voice clearly indicated that this was of 
grave concern to her. 

After a long pause. Amy added, "But Jay doesn't have to worry about it, because 
if that happens I will give him my money.' 

When we asked Amy why she hadn't told us of this concern, she responded, "I did 
not want you to worry that I am worrying." 
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JuFt as concerns about the future pervade families, so too is the need for future 
securiiv and permanence inextricably linked to families' choice of institutions. 

Thert is desperation in the comments of a parent about his child's institutional 
placement in Pennhurst: 

My child had a broken arm and a tooth knocked out. I wonder what will happen 
next. But at least I know wliat it's like here. At least there's some control. What 
would it be like on the outside? He could wander off and get hit by a car. Who 
would know; who would care? (Keating, Conroy, Walker, 198C, p. 43). 

Another Pennhurst parent spoke to security and permanence in this way: 

This community living is great. But what happens when this nice young family 
(group home supervisors^ wants their own family? There might be a psychological 
leUiown if they let them (retarded residents) go. At least Pennhurst was there. It 
will not crumble ((}onroy & Latib, 1982, p. 8). 

We all share the interest in reducing stress. We can accomplish almost any goal 
when families know that their child's future will not crumble and when they can 
makt; assumptions that community programs are stable, firmly rooted, and lasting. 
The public schools are permanent community services for persons with disabilities. 
That also must be true of residential services and other support across all stages of 
the life cycle. It \s only then that families can live and, yes, die in peace. 

You can help families by: 

Expanding Community Residential C^^ions.— Creating and expanding secure and 
permanent community programs for adults with disabilities. 



To live and die in peace, your mind at rest about your childret. That is much to 
ask if you are a parent. But if you are the parent of a child with a disability, it is 
asking for the extraordinary. And yet the extraordinary can be—and is becoming— 
the ordinary. 

1. Families are attending to the extraordinary needs of their disabled children, in 
part because you have put programs into place but in part because they reach out 
and find an empathetic conununity. The public-private mix is important to main- 
tain, and policy therefore must attend to helping families tack onto the existing 
community networks. 

2. Policy is moving— and you must help it move even faster and more vigorously— 
toward creating a wider range of acceptable options for families, toward allowing for 
family choice and individualization. To get there requires Congress to secure mort 
adequate enforcement of federal anti-discrimination law and to maintain and en- 
hance early childhood, special education, vocational rehabilitation, and residential 
services in the community. 

3. Families and professionals are recognizing the need for balancing the compet- 
ing claims of family members, but th^ are ^le to do this nowadavs because the 
panoply of services for their members has not been shredded. Indeed, you have en- 
hanced it. By reauthorizing such laws as the Education of the Handicapped Act, you 
have made it possible for families to proceed on the assumptions that they may con- 
tinue to lead balanced lives, contributing to the welfare of all members of their 
family. We need your continued support, particularly for early intervention and 
adult services. 

4. Families do change over their life-spans. Ordinary transitions for families 
whose children are not disabled are difficult enough. But the> are even more diffi- 
cult for families who children are disabled. Vocational training, employment oppor- 
tunities, tax credits and deductions for employing people who are diswled, enforce- 
ment of anti-discrimination laws, enlargement of community residential options by 
using federal housing and social security laws, and assuring the continued viability 
of the social security funds, are among the ways that you can make the future more 
attractive. 

These are ways that will allow us to live and die with a knowlege thei our chil- 
dren, though they are less able, are not less worthy. We are grateful for the oppor- 
tunity to share our perspectives with you. 

Chairman Miller. Thank you. 

Our next witness will be John Butler. Before John begins, let me 
say to those of you who would like to come into the room, you ar^ 
welcome to sit down here. We do not have chairs, but if you would 
like to sit down on the floor or make room in the center aisle, you 
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certainly are welcome to do so, so that you may be able to hear and 
others may be able to get into the room. 

So, please, do not be bashful here. 

[Pause.] 

Chairman Miller. Steve, can you come a little bit forward so 
that people can get by you? Just like that, if you can. 
John, do you have a microphone? OK. 

STATEMENT OF JOHN A. BUTLER, COINVESTIGATOR, COLLABO- 
RATIVE STUDY OF CHILDREN WITH SPECIAL NEEDS, THE 
CHILDREN'S HOSPITAL MEDICAL CENTER, BOSTON, MA 

Mr. Butler. I do not know about the rest of you, but I have been 
really moved this morning by the combination of Kenneth Mann, 
George Miller at the award ceremony, and the testimony vfe have 
heard so far here. I hope that what I have to say can contribute to 
that. 

Chairman Miller. Fm sure it will, if you can speak up a little 
bit, John. 

Mr. Butler. Let me also say at the outset that it is reallv an 
honor to testify before the Select Committee, both because of the 
critical bipartisan role that this group can play in focusing the at- 
tention of Congress on kids, and also because of the personal role 
that George Miller and the other Congressmen on the committee 
have played in furthering the interests of children, youth, and fam- 
ilies. 

I am John Butler. I am coinvestigator, along with a pediatrician 
by the name of Judith Palfrey, on a study supported by the Robert 
Wood Johnson Foundation and the Commonwealth Fund called the 
Collaborative Study of Children With Special Needs. This is a two- 
phase study, the first phase of which was a survey conducted in 
five large school districts around the country, and then the second 
phase of which is a follow-up we are engaged in now. I will just 
refer to the first round. 

The survey involved identifying a stratified random sample of 
the elementary school special ed population in Charlotte, NC, 
Houston, TX, Milwaukee, WI, Santa Clara County, CA, and Roches- 
ter, NY. For each of the kids in the sample we performed a parent 
interview and a record review; a teacher interview was done for 
half the sample and a physician interview for a subset as well. The 
intent was to characterize their use of health service, their func- 
tional status, and getting some face-valid indicatOx*s of how well 
they were doing in school and adjusting according to their parents 
and teachers. 

That kind of study obviously generates an awful lot of inforr 
tion. I am going to limit my remarks to a very few of our findings, 
to try to mak^ just three points which have the effect of corrobo- 
rating from a locial scientific standpoint some of what we already 
have heard this morning. 

First of all, we found that many of these families wuuld be under 
severe stress even without a disabled child because of poverty, low 
parental education, and single parenthood. This is documented in 
my written testimomy, but Ido not think I ought to read all of the 
bullets now. In a sense it is belaboring the obvious given what we 
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have already heard this morning. Approximately 50 percent of the 
families were below 130 percent of Federal poverty standards, 
except in Santa Clara Ck>unty. Many of the students' mothers had 
not graduated from high school, including over 50 percent in two of 
the districts and over a third in two ctliers. There were ver^ high 
levels of unemployment, and many of the kids — as manv as 60 per* 
cent in one of our districts— lived in single*parent housenolds. 

So you have a situation here where we uiink of the handicapped 
child, and we focus on the handicapped child, but we also ought to 
acknowledge liiat there is a tremendous vector of stress on these 
families independent of the child. That stress interacts with the 
fact of having a handicapped child. 

The second point is that assistance for the families of children 
with disabilities requires shared effort across many domains, pri' 
vate and public, and not just public education. 

I do not wish to offer any kind of apologia for the schools, thoufl^ 
I think by and large the schools are doing quite a good job given 
where they were 10 years ago. But, I do want to urge people to rec* 
ognize how difficult it is to improve the lives of families with a uni* 
tary strata based on the schools alone. It is ideally important to 
think about assistance from various public service sectors and also 
the private sector, as has been mentioned in some of the previous 
testimony. 

A third me^or point is that health care access for these children 
now is far more variable and chancy than access to special educa- 
tion. Those coming from special education may think of access to 
s{. K:ial ed as chancy, but it is nothing compared to access to health 
care, and I think some of the testimony we have heard about thu 
costs and out-of-pocket payment, and some of the ironies and catch- 
22's that parents can get into, have amply supported that view. 

In our study, those without a regular physician varied from 14 
percent in Santa Clara County and in Rochester (whc^re they still 
have a very substantial intrastructure of community health centers 
even though they have much more poverty than Santa Clara 
County) to a situation which is much worse in some of the other 
sites. Thirty-seven percent of the kids in Charlotte and in Houston 
had no r^lar physicians. Twelve percent of the kids in Charlotte 
and 27 percent of the kids in Houston had no health insurance at 
all, and these were across all disability groups. 

Giv^n the findings on structural and financial access to care, it 
also is not surprising that use of health services varied greatly. 
There was a twofold difference between Santa Clara County and 
Houston in the percentage of children visiting a physician within 
the past year, and across all sites, minority group children went to 
a doctor far less frequently than others. Only 48 percent of Hispan* 
ic kids and 51 percent of black kids had a pl^rsician vicit within the 
last year as compared to 79 percent of white children. 

So, the health care findings really boil down to a sad comment 
on the differences among States and localities in access to care. 
Where you live does determine, in large measure, what you are en- 
titled to and what you get, and we a\Bo found, consistent with other 
national data on the entire child population, that minori2;y group 
children continue to fare more poorly than others, even at a time 
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when Medicaid and other public programs have mitigated economic 
mequities to a very substantial d^pree. 

Now the policy implications of this are tricky, but it does seem to 
me that the Medicaid Program and the title V Crippled Children's 
Program, in particular, need to be better coordinated with 94-142, 
m both eligibility requirements and implementation. It seems 
absurd that a low-income Hispanic child in Houston from an intact 
familv, for instance, should receive adequate attention from the 
schools for his or her educational needs, but be cast adrift without 
adequate access to even the most basic health services. 

Our findings on outrof-pocket payment, which I did not include 
here, also would curl your hair to see. Tliere is a very high level of 
outof-pocket payment by parents, even for those children with the 
most 8evv':Te disabilities. 

Now, the last point about health care is that the marriage of the 
health care community and the public education conununity in im- 
plementing Public Law 94-142 really remains at risk and requires, 
we think, some expLcit help and counseling at this point. There 
remain very substantial disincentives to physician involvement in 
the program, and thiit is too bad, because physicians can contribute 
a lot, and some are looking for ways to do that. 

Although in each of the districts we studied there have been a 
limited number of highly active, involved pediatricians and other 
doctors, we found that the dominant pattern remained one of igno- 
rance about the intent and procedural guarantees of the Public 
Law 94-142, and we further found only 30 percent of physicians 
mterviewed were familiar with the child's educational program. 
Fully 16 percent were completely unaware that the child had an 
educational handicap. 

So, you have got a real problem of hjundary spanning here. 
Given the severe demands on physician time and the economic dis- 
mcentives to participation in school-based activities, such as lEP 
conferences, it rem^j'ns unclear how and to what d^ree physicians 
should increase the time they actually spend in schools. But in two 
regards things clearly could be better. Physicians themselves 
should know more about the school-related disabilities of children 
and school programs for the disabled, and likewise, teachers should 
be given the opportunity to know more about the medical conse- 
quences of their students' disabilities. 

Just a word about related services, if I can. Much of the responsi- 
bility for the coordination of services has fallen on the public 
health agencies and the schools themselves, especially with regard 
to the delivery of and payment for related services, such as OT/PT, 
medical diagnosis, school nursing, and counseling. 

Schools and health departments are actually paving for approxi- 
mately 92 percent of all the speech therapy, 78 percent of all OT/ 
PT, 65 percent of child counseling in the sites that we looked at, 
and these are large metropolitan areas. By contrast, the role of pri- 
vate health insurance sources in paying for these related services 
was found to be minimal in all five sites. 

So, you have a very substantial effort by the schools and the 
health departments, but I guess the lamentable conclusion from a 
policy standpoint is that what you mandate, you end up having to 
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pay for. That is what the schools mandate, the schools and the 
health departments end up paying for. 

Also, among public jector programs there remain some boundanr 
issues because the public health mandates ofUtn conflict wita 
public education mandates concerning child eligib^Jity, scope of . 
services, fee schedules, and administrative contrci. We all are : 
aware of some of the real ironies resiilting from eitiier overlaps or 
gaps in responsibility, where people are not willing to do something 
in the site of the school because it is not legally the re8poi\8ibility 
of the health care people, but, on the other hand, it also is not le- 
gally the responsibility of the school people. 

These issues are only partially addrei^ed by the recent Tatro de- ^ 
cision, and I think there is a lot that remains to be resolved about 
the appropriate role of the schools in delivering medically related 
services. 

New, just one final comment. Congressmen, and I will stop. On a 
personal note, let me say that I, and I suspect a number of others 
who are less than spiritoally perfect here in the group, were deeply 
offended by Uie remarks of Eileen Gardner and what they repre- 
sent. Beardless of the fate of Mrs. Gardner, I think her comments 
are the tip of the iceberg. 

I began to think that maybe I had chosen the wrong aspects of 
our study to focus on in our testimony this morning because we 
also have ample evidence, both quantitative and from systematic, 
key-informant interviews, that the new special education programs 
are received very positively by parents and teachers, and that 
within the districts we studied, there really is no zero-sum mentali- 
ty abcut special education draining dollars from other areas of 
public education. 

We looked for and did not find any significant perception of com- 
petition between special and regular education programs. The spe- 
cial programs were widely accepted and perceived as cost-effective. 
Also, whatever the cutbacks which have been sustained in recent 
years— and they have been significant — they have applied t/i all 
realms of education, special and regular. Most recently, any^ now 
dollars have tended to go toward basic skill and other priorities in 
general education recommended by recent commission reports, 
rather than to special education. 

In sum, then, the notion of a backlash toward special education 
just is not evident to any appreciable degree in the districts we 
have studied, and I would just like to diffuse that shibboleth, if we 
can do it this morning. 

Let me stop there. 

[Prepared statement of John Butler follows:] 
Prepared Statement of John A. Butler, Children's Hospital, Boston, MA 

I am grateful for the opportunity to present to the Select Committee some of the 
findings from the Collaborf,tive Study of Children with Special Needs. 

The Collaborative Stuoy conducted a survey in spring of 1983 on a stratified 
random sample of 1760 children from the elementary school special education pro- 
grams of five of the nation's largest school systems: Charlotte, NC; Houston, TX; 
Milwaukee. WI; Rochester. ^^Y; and Santa Clara County, CA. The purpoje of the 
"Jtudy, which involved parent, teacher and physician interviews as well as reviews of 
school records, was to characterize the children's use of health services, their func- 



tional status, and the perceptions of parents and teachers about their proffress in 
school. 

I will focus this morning on our findings regarding serious child and family risk 
factors and several issues at the intersection of the heatlh care system and the 
schools. Further detail on these and other aspects of the study is provided in 3 
papers which have been submitted as addenda to our testimony. 

FAMILY BACKGROUND AND SOURCXS OF STEBBS 

The first thing to understand about childre^i with disabilities in the five school 
systems we studied is that many of their fariilies, as well as the children them- 
selves, are sodoeconanically deprived (Table 1/: 

Proportions of children below the federal poverty line varied from 43 percent in 
Rochester to 8 percent in Santa Clara County. Near-poor children constituted a very 
significant element of the special education population. 

Tnose students whose mothers had not graduated from high school comprised 
over 50 percent in 2 of the districts (Houston and Rochester), and over one-third in 
two others (Charlotte and Milwaukee). 

There were high levels of unemployment in 4 of the sites— almost half of all the 
students in Milwaukee and Rochester li\-ed in a family with an unemployed head of 
household. The »ate of unemployment for Charlotte and Houston was approximately 
25 percent. 

Many children— 25 to 60 percent— liver! in single-parent households. 

The pattern we found does not depart much from the 1983 pattern for the entire 
school-age population in each of the five urban areas, but in the case of families 
with a handicapped child the impact of poverty, W >arent education, and single 
parent status was likely to be especially acute, compounding other sources of family 
stress. Santa Clara County was the only site without a substantial population of 
families at socioeconomic nsk. 

We asked parents in our sample whether, because of their child's condition or 
problem, they ever had to make nugor changes in their family choices, including 
where they lived, thdr job situation, vacation plans, child care arrangements, their 
mamage, and choice of friends. In the aggregate, 40 percent of the sample reported 
one or more of these effects. Problems were most prevalent for families with a phys- 
ically or multiple handicapped child (64 percent), those with an emotionally or be- 
haviorally diflturbod child (46 percent), and those with a mentally handicapped 
youngster (42 percent). 

Despite the stress experienced by families with a handicapped child, we T?ere sur- 
prised to discover that only 9 percent participated in any form of parent group, only 
three-fiahs said they had an adequate familiarity with community services for their 
children, and only 11 percent received any kind of family coonselinff. Contrary to 
the frequent stereotype of the well-informed, vociferous parent, we Sscovered par- 
ents who were by and large socially isolated, not well-informed, and without ade- 
quate supplemental family services. 

I also want to emphasize that by investigating only elementary school students we 
were looking at the best case. The complexities and stresses introduced by having a 
handicapped adolescent in the family are usually much greater, as are the problems 
associated with schooling for older students. 

HEALTH CARE ACCESS AND USE 

Another element of risk for the children in our sample was limited access to 
health care, especially in several of the school systems, and especially among minor- 
ity-group students. 

There were major differences among the school systems in the percent jf children 
with a regular source of care and regular physician. Those without a regular source 
varied from 2 percent in Santa Clara County and Rochester to 12 percent in Char- 
lotte and 15 percent in Houston. Those without a regular physician varied from 14 
percent in Santa Clara County and Rochester to 37 percent in (^arlotte and Hous- 
ton. 

Health insurance coverage— from both private and public sjurces— also varied 
°ra'"atically by district (Table 2). Our findings concerning health insurance paral- 
leled tho^ on regular sources of care and regular physicians. Onl> 7 percent ofchil- 
dren in Santa Clara County and Rochester had no insurance, hut 12 percent in 
Charlotte and fully 27 percent in Houston had none. The diffei-ences in rates of 
public insurance coverage were largely explained by variations in state Medicaid eli- 
gibility criteria. 
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Given the findings on structural and financial access to care, it is not turprishi^ 
that use of health services also varied greatly among sites. There was a two-fold dii* 
ference between Santa Clara Courly and Houston in the percent of children visiting 
a physician within the past year. 

Acroes all sites, minority-group children went to the doctor far lees frequently 
than others — only 48 percent of Hispanc children and 51 percent of Black cnildm 
had a physician visit within the last year as compared to 79 percent of white chil* 
dren (Figure A). 

Our health care Ondings boil down to a sad comment on differences among states 
and localities in access to services. Where you live determines in laxge mecwure 
what you get We also found, consistent with other national data on the entire child 
population, that minority<group children continue to fare more poorly than others 
even at a time when Medicaid and other public programs have mitigated economic 
inequities of access. 

PHYSICIAN mVOLVXUKNT AND RKLATID SBEVIOES 

Because our study fooised expressly on the interface between health and educa* 
ticn, let me comment briefly on what we found concerning the involvement of 
health care providers in the miplementation of P.L. 94-142. Each of the five a^ool 
systems h&d a somewhat different story, but several ^neralizationt are coniistent 
across the aites, reinforcir^ the view that powerful mstituti(mal and professional 
boundaries still must be overcome if coordination of services is to be improved* 

In general, physicians have been only .ninimally involved with the implementa- 
tion of the new school-based programs for the handicapped (Figure B). AlthcMii^ In 
each of the districts there have wen a limited number of hifi^y active and inmved 
pediatricians and other doctors, we found that the dominant pattern among phvsi* 
cians remained one of ignorance about the intent and procedural guarantees (x PX. 
94-142 and related state law. Only 30 percent of physicians interviewed weia famil- 
iar with the child's educational program, and 16 percent were completely unaware 
that the child had an educational handicap. 

Given Uie severe demands on physician time and the economic disincentives to 
participation in school-based activities such as IE? conferences, it remains unclear 
how and to what degree physicians should increase the time they spend in schools. 
But in two regards things clearly could be better. Physicians tliemselves should 
know more about the school related disabilities of children and school programs for 
the disabled. Likewise, teachers should know more about the medical consequences 
of their students' disabilities. 

Much of the responsibility for the coordination of services has fallen on public 
health agencies and the schools themselves, especially as regards delivery of and 
payment for related services such as OP/PT, medical diagnosis, school nursing, and 
counseling. Schools and health departments are actual]Vj>aying for approximately 
92 percent of all speech therapy, 78 percent of all OT/PT, and 65 percent of child 
counseling. By contrast, the role of private health insurance sources In paying for 
these related services was found to be minimal in all of the five siies. 

Among public sector programs, the main problem is that "boundary" issues arise 
because public health mandates often conflict with public education mandates con- 
cerning child eligibility, scope of services, fee schedules and locus of administrative 
control. 

A particularly disturbing shell game has resulted for children requiring catherter- 
ization, tracheal suctioning, and various other medical procedures or forms of medi* 
cation at school. State laws, regulations and agency guidelines sometimes have re- 
sulted in a catch-22 by which no one is empowered or willing to peiform certain 
routine medical services in the school setting. This issue is only partially addressed 
by the recent Tatro decision. 

Another aspect or related service which we belif^ve may be inade(iuate is counsel- 
ing and mental health serivces for children identified as being emotionally or behav* 
iorallv cUsturbed Only 50 percent of these children were receivir^ child counseling, 
and their parents perceived counseling as a mfgor unmet need. These also were the 
child r^'n whose families experienced greatest socioeconomic stress and family dlsor- 
ganization according to a number of the other indicators included in our study. 

POUCY IMPUCATI0N8 

What are sowe potential federal policy implications of our findings? We would 
venture the following ideas aware of the critically important role that the Select 
Committee can play in coordinating legislative activi<,ies on behalf of children across 
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88 whde^ Representatives, and the leadership it can exert in the Congress 

.^/^^^ ^ ^^'^'^ of children with disabiliUes requires shared effort 
^^1^5? iT*^ of welfare, social service, mental health, health care, develop- 
mental disabUities, rehabilitation services, education and other policy domains. We 
are bumping up against the limit to which the schools alone can be expected to ful. 
fin the Dromibe of Pubbc Law 94-142 in the absence of parallel effortsfrom other 
sectors, agencies and programs, both private and pubHc. We do not offer this conclu- 
tton as an aplggfia for the schools, who can still do much to improve their services, 
but as a reabstic cwnment on how difficult it is to improve the flves of families wiS 
a unitary strategy based in the schools alone. wiui 

(2) The Medicaid program and the TiUe V Crippled Children's Program, in oar- 
ticular, need to be better coordmated with Public Uw 94-142 in theireligibiUty^Ie^ 
^rTrfP^u^S"^- unolementation It seems absurd, for -xample, that a iSw-inwme 
Hiapaiac chi^d in Houston should receive adequate attention from the schools for 
lus or her educational needs but be cast adrift without adequate access to even the 
most basic health services. Ir n^viewing our data, one cannot help but be struck by 

^u'^^*^®^"?*^^^ of educational eligibiUty standards and the relative lack of 
W^L"^^ in the health sector. We sit tocfcy within a stone's Sr of KfeL^ 
waxman s dwtnct, and all of you are m even closer proxunify U> his Committee 
SiW J^Sl'^io Washington. Yet surprisingly little is knowi bj his staff about 
P^ Law 94-142, and conversely, bttle is know about Medicaid }iy the staff of 
aeieci Education and the other Congressional committees with oversirfit and budg- 
u^if^"^i^l^^ in eduction. The Select Committee is uniquely positioned to 
bndfles between these Congressional jurisdictions. posiuancn w 

(3) The health care conomunity still does not know with sufficient clarity how to 
involved m implemenun? Public Law 94-142 and parallel state laws, there 

nwms a reservoir of enthusiasm ?uid good will among many physicians and other 
professionals, with frequent calU for more active involvement, but prac- 
Ucal wid economically feasible mechanisms for physician participation and physi- 
cian education still are insufficient. 
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It would be wrong to conclude without also mentioning the very positive ratings 
given to the new speoal education programs by parents in all of ^e five school sw- 
terns studied. Eighty-five percent of the parents in our sample expi'essed satisfaction 
^J!: ^.ove^J.educational program of their child. Likewise, most teachera had a 
JyLY^^'ltt^^'^''^?^''^ the progress their handicapped students were making in 
school For 75 percent of speciaf needs children, teachers reported improved academ- 
"^".""^ ^^"^1 that, although we stiU 

^HiL^ Z^I ^J"" !S P"^^ adequate care foTdisabled children and their 
if^i i!?:.^ • performing a great service through Public Law 94-142. This 
''""^ains among the most important nationd commitments to children, 
and deserves to be further strengthened and reinforced in coming yeare. 

TABLE 1.--CHARACTERISTICS OF THE SPECIAL EDUCATION POPUUTION OF THE RVE STUDY SITES 

1982-83 SCHOOL YEAR 



SttxJy Jrtes 

Ch3f8Ctefistics 



Ouriotte, NC Houston. TX ttilwaukM, Wl Rocheter, NY SantiOaf j. 



Ethnioty 

Pefcetit ^^-hite 

PefCttit bixk , ... 

Pefcetit hispanic 

Percent ottw 

Gender, percent male 

Income- percent students with family income betow 

130 percent of the poverty line 

Mother's education* 

Percent with less th?i high school diploma , 

Percent high school graduate. 

Percent above high school diploma . . 



428 


22.6 


38/ 


382 


59.5 


567 


441 


53.9 


513 


50 


01 


326 


56 


96 


29 5 
6.1 


0.4 


07 


28 


0.9 


692 


66.7 


691 


654 


64.3 


38 


37 


45 


52 


18 


35.1 


52 7 


393 


527 


236 


391 


32.9 


415 


34 2 


364 


258 


14 5 


19.2 


131 


400 



er|c 



41 



36 



TABLE I.-CHARACTERISTICS OF THE SPECIAL EDUCATION POPULATION OF THE FIVE SPJDY SITES, 
1982-83 SCHOOL YEAR— Continued 

Study stes 



Chariotte.NC Houston. IX IWiwkee.WI Rahwtw. KY 



CA 



Employnient percent of head o( households work- 
ing fuB of parttime 77 2 76 9 52 1 52.5 88J 

living amngement- percent children with two 

parents 56? 64.2 456 42.9 76.0 



TABLE 2.-HEALTH INSURANCE COVERAGE BY STUDY SITE, CHILD AND FAMILY BACKGROUND 

CHARACTERISTICS 



Chvactemtic 


Type o( Rsuranoe OMnp 
None Pubfic 


FHvtti 


All specu) education students 


12 


32 


56 


Study site- 








Santa Qara County ... . 


7 


14 


79 


Rochester 


7 


52 


44 


MihMukee 


8 


52 


41 


Charlotte 


12 


25 


62 


Houston 


27 


18 


56 


Race/ethniaty 








W!.ite 


8 


19 


74 


Black. 


12 


50 


40 


Hispanic .... 


26 


20 


55 


Po^^rty status 








Poor . . 


16 


67 


19 


Near poor. . 


.. . 16 


35 


51 


Low income 


18 


21 


63 


Not poor. ... 


4 


7 


89 


Mother's education. 








Nofthigh school graduate 


20 


44 


37 


High school g':duate 


8 


26 


6S 


More than high school .... 


4 


18 


78 


Student handicap 








High prevalence condition. . 


.... 12 


31 


57 


Low prevalence condition 


11 


37 


55 



* Pefcents may idd ta^as td more ttun 100 percent t)erju$e a student may have both prtvate >nd public health nsurance OMra|i 



87 



Figure A 



RELATIONSHIP OF RACE/ETHNICITY 
TO PHYSICIAN VISITS IN THE PAST YEAR 
100 
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ERIC 



43 



88 



Figure B 
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PHYSICiAN INVOLVEMENT WITH THE SCHOOLS 




PhysicionContoct 
with School 



I I Cluster 1 
^Cluster 2 




Ptiys»cion Helped School Referred 
Foouly Frr^d Services ChikJ to Physcwn 

Physician involvement w'fh Schools 



Atti 



Physician 
endedlEF 



Note: Cluster 1 includes children whose primary handicap aB " 

reported by parents is speech, learning or other developwental 
problems, attention deficit disorder or emotional difficulties. 



2 includes children whose primary handicap as reported 
nts IS Down Syndrome, hearing or vision problems. 



Cluster _ _ _ _ 

by parents is Down Syndrome, hearing or vision problemw, 
cerebral palsy, other neurological problems or general medical 
conditions. 
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Chairman Miller. Thank you, and let me thank all members of 
the panel for your testimony. I think you have just been outstand- 
mg across the entire panel. 

I would like to now b^in questiomng by members of the aingres- 
sional panel, Congressman Lehman, do you have questions? 

Mr. Lrhman. Yes. You are the most articulate panel that I can 
ever remember being bjiore this committee and most other com- 
mittees that I have served on. You can really tell it like it is. 

I do not want you to answer me now, bemuse of the time limit, 
but, hopefully, those that want to answer these questions can do so 
by letter or by memorandum to me or to the staff. 

For some of the questions I ask, I will be calling on the staff to 
get me certain information. What I want to deal with is stress and 
respite, and I think I have an analogy. 

I have been involved in South Florida with the hospice program. 
Now, terminal illness is not a real good subject to relate to, but the 
hospice program works. I have been out there, and I have seen it, 
and the people involved in it are a God-send. 

Not only do they have an institution that 10 percent of the ill 
can go to, but in the mstitution, they have the kinds of visitation 
pnviieges and volunteerism that you need for your handicapped 
children. 

But, 90 percent of hospice care is home visitations, and the hos- 
pice worker becomes part of the family, but you have to be able to 
qualify for Medicare to get on the hospice program. Why should we 
use this good type of an institution just for those that are over 65 
and abandon the children that are in a sunilar type of situation, 
especially as it relates to the stress on the family and the need of 
the family for respite. 

I guess what I want you to do is to see— to make some kind of a 
proposal, perhaps, for the committee that would be similar to the 
kmd of programs provided for the terminally ill elderly under the 
hospice program in regard to the stress of the family and the relief 
of the stress by the respite services provided by the hospice pro- 
gram. Even in home care, you have emergencies, I am sure, and 
can always get someone, either a nurse's aide or a type of profes- 
sional, to come out there and bale them out of their unendurable, 
temporary situation. 

I would like to ask the staif to find out for me, if you can, how 
this hospice service, in relation to the elderly— how much respite 
service they get in every hospice program. I think we can push this 
along those lines. 

The other thing I would like to mention is that with the disrup- 
tive children in one of our junior high schools in our district, 
Amelia Earhardt, .re assigned to assist handicapped students. This 
practice not only helps with the handicapped children, but it grea^ 
ly helps the behaviorial attitudes of disruptive students. 

So, I would like to, instead of putting all these disruptive kids in 
special classes or special schools, why not let them deal with people 
with other kinds of problems? I would like to have some response 
on that 

I would like for the staff or you to give us some indication about 
the diversity of support between the states. I understand California 
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probably has one of the better support systems, but not every 
State, by far, is like California. 

Then, I would like for you or the staff to find out what countries 
in the world are doing a better job on this kind of a problem than 
we are doing here, and the one country that I have heard about, 
and I have not visited, that has the best educational system and 
the b^t care for the exceptional child, is one you v/ould not 
think— it was Yugoslavia. 

Now, I do not know whether that is still true or whether the gen- 
tleman was telling me the truth or not, but if— good deeds are 
where you find them, and good systems are where you find them, 
and it may be in Scandhiavia, it may be in West Germany, it naay 
be in Ireland, I do not know, but I do not think that this country 
should have the second best support system for the parents and the 
children, the parents that are handicapped or the children that are 
handicapped. I would like to know if either the staff or vourselves 
can find a model in some other country that we can hold up as a 
goal that we should imitate. 

I want to thank the chairman for calling this session together, 
and this hearing, and I think it has been very worthwhile, and I 
hope it can lead to some solutions for your problems. 

Ms. TuRNBUix. Would you allow us to return the compliment 
and say these are some of the most articulate suggestions that we 
have heaixi, too? 

Mr. Lehman. Thank you. I am not as articulate as I used to be. I 
had an operation a couple of years ago for a tumor on the side of 
my jaw here, and they cut all the nerves in one side. Everything is 
dead on one side of my tongue and my jaw. So, I always say I am 
now the— by the way, I am all right, and I do not have any recur- 
rence, but I always say I am the only politician to even if he 
wanted to could only talk out of one side of his mouth. [Laughter.] 

Chairman Miller. Barbara? 

Ms. VucANOViCH. Thank you, Mr. Chairman, and I do have one 
housekeeping chore. I would like to ask that the record be kept 
open for 3 days in order to receive the testimony of Madeline Will, 
who is assistant secretary for special education and for Margaret 
Burley, if I may. 

Chairman Miller. Yes. We will hold it open until May 3. 

Ms. VucANoviCH. Thank you. I have a couple of questions for 
some of the panelists, and, by the way, I congratulate all of you. It 
was just a very special thing to rll of us because we have heard lots 
of stories, but I do not think we have heard an)rthing of more com- 
passionate people and more coxing people. 

But, I would like to mention to Mr. Butler, and I am sure that he 
is aware that both Mrs. Gardner aid Mr. Uzzell have resigned this 
morning 

Mr. Butler. Yes. 

Ms. VucANOViCH [continuing]. And their names were withdrawn, 
and I think that is a very positive thing, and I think that we ought 
to applaud that happening. [Applaud.] 

I particularly would like to comment to Mrs. Turnbull. I— my 
husband was married before and has a retarded son, who is now 23 
or 24 years old, and most of the things that you have talked about, 
I have faced, too, having been married now about 19 years, and 
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have had to deal with the young man who is now 23, and it is a 
problem. 

I really think my question to you, we have had the same experi- 
ence about a home being provided and done through private indus- 
try and donations and had not only the city councils turn the home 
down, but also people in communities, and object to the fact that 
retarded people would be in the community or handicapped people. 

I just wonder if you do have any suggestions. How do you change 
public attitudes so that people are really less afraid, and more wili- 
ing to reach out to families? And, I think it is the family situation. 

Ms. TuRNBULL, I am glad you asked that. 

I think that there are several ways we can do it. I think the first 
thing we can do is to stop always rdying on professionals and fami- 
lies to be the ones who are involved with people with disabilities. 
What you and I know as mothers is that our children have taught 
us that there is value in difference, and that they have made us 
les;; selfish and more sensitive to human need because we have 
lived with them and we have interacted with them. 

TTiat is ore of their gifts to us. Now, they can share that gift 
with us and they can share it with their teachers, but if they are 
not around other people in the community, they cannot teach that 
lesson to others. 

I think when we use social support, when we rely on friends and 
neighbors and civic groups and people in the community, they have 
an opportunity to learn that people with disabilities are valuable 
and have many assets. 

Also, when we dismantle our institutions and bring these citizens 
back to the community, they become visible, and we know that 
people who are out of sight are often out of mind. We need to have 
that community presence. 

When we get churches and synagogues involved, that is where 
many people are. Not everyone is there, and certainly that does not 
mean that everyone should be religious. But, the fact remains that 
there is a great public awareness contribution that churches and 
synagogues can make, but, so often, we pay respite care providers 
and we do not encourage the church to be respite care providers, to 
get sensitive to this issue, to teach them about their congregation. 

But, let me share with you one other thing because I think this 
IS the direction I want to go for the next couple of years. My 
daughter, who is 9-years-old and in fourth grade, chose this year 
for a science project to test the effectiveness of whether she could 
increase the positive attitudes of second graders toward children 
who are retarded. 

Now, Amy would not choose to do a science project by choice. I 
mean to do one on energy or the weather 

Ms. VucANOviCH. Remarkable. 

Ms. TuRNBurJL. [continuing]. Would just bore her to tears, you 
know. So, there was a selfish motive in this, too. But, she is very 
concerned about this because of her brother. 

Now, again, that is a contribution that Jay has made to her, and 
It IS, again, that point about sensitivity. 

She took two second grade classes, she tested them both with the 
test on attitudes. She herself developed a 50-minute lesson on 
mental retardation, told them tho point of the view of the kid, and 
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taught the one class, and then she went back and tested both class- 
es, and she found a highly significant increase, a highly si^[nificant 
increase in positive attitudes of the children she taught. Fifty min* 
utes, a highly significant increase — it cculd have been a master's 
thesis. Why md she not give it to me 15 years ago? 

But, this is the point. In her conclusions section, she said she 
thought the reason that this happens was because kids look up to 
older kids: Second graders look up to fourth graders, bat they do 
not necessarily look up to their teachers. 

Ms. VucANOViCH. Oh, that is amazing. 

Ms. TuRNBULL. And, that she could influence second graders 
about how to think, because they know her and they respect her, 
and she is an upper classman. 

And, second, she said that she used the words of a child and she 
said adults complicate things. Now, let me give you a quick exam- 
pie. 

When she expledned mental retardation, she used the Michael 
Jackson "Thriller" record, and she put Michael Jackson "Thriller" 
on the slow speed, and she said some people have brains that work 
slowly. She put Michael Jackson "Thriller" on the fast speed, and 
she said and other people have brains that work fast. She said, 
"But kids, the important thing for you to learn today is that it 
plays "Thriller" on both speeds." 

Then, she said to us, "You know, maybe if kids could take more 
responsibility from an earlier age and talk to other children in the 
language that is in the heart of a child, maybe the group home 
zoning would pass the next time around." 

Ms. VuCANOViCH. That is beautiful. 

Ms. TuRNBULL. So, I really think that there is power in that we 
need to start from the earliest age. We need to involve children 
having interpersonal relationships with other children. We need to 
have a presence of these people in the community, and things will 
change. They are already so much better than they were 10 years 
ago. 

Ms. VuCANOViCH. Thank you very much, and I know other mem- 
bers of the panel have questions to ask. So, thank you all very 
much. 

Chairman Miller. Mr. Evans. 

Mr. Evans. I thank you, Mr. Chairman. 

I would like to address two problems 1 saw in the first two witr 
nesses' testimony. The attitudes of professionals or alleged profes- 
sionals, is, Mary, my problem with the O.A.'s opinion. Instead of 
telling you that $87.50 a week is too high, the countv should have 
been telling her husband to bring his toothbrush because he is 
going to end up in the county jail, if he does not want to pay. That 
is a problem that was prevalent 2 years ago, when I was a legal aid 
attorney. 

And, it is a problem, I think, we continue to see. Not only for the 
families of handicapped children, but families of other children as 
well. It is something we have tried to address in terms of a few 
bills that we had just in the child support area, but I also think it 
is a problem of che legal profession, particularly the people in 
charge of carrying out the law, enforcing the law. 
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ju^?^^ «et your case before a 

I asked the probation department for hia address so Oat T mnW 
SnXlSa-'seKtS? S^.e» £f 

Chairman Miller. That is Orange County. 

nnrTfr?!!."!!- ^ ^ supposed to deal with that kind of sup- 

port from the system. Anyway, so I am waiting for IWmher 17 
I get his address. It is fine. The system iJecember 17, 

Mr. Evans. We have always had this notion in American iuri«. 
prudence, that justice delayed is justice denied. ALd^or ^hK 
get-to wait 2 years of due process hearing . . . paSariv £ 
^e SLs ^>^r." f'^ handicaps, that neli the ffip at 
jStS to me to be a delay of justice that leads t^. a denial of 

Beverly, why did that happen? 

heS,&Jai'et^"' '""^ 
Mr. Evans. I see. 



theipp'^on.ti.^n'^;-^^^^^ assessments, fighting through 

the IKP, convincing them that they really did have to obev th^ W 
and then finally for them to start the progr^ ^ 

anfca"use we dJl!f.S^* '""^^^J^ ^lass in Sonoma County, 
d^velSentlnl?^!^ hun, out from the 

Su?w«« nnil '•'^"^ process hearing, you know, the whole pro- 
^ piece of the 2 years, and it is a long process for 
any-getting any kind of services for these kids. 

Pvpn?,i2f„'^?5,^ °f "ghts. Parents have given up 

Mr Tv^N^^irr^'l^^^^f ^^'-^ P°<"- response.^ ^ 
hav?iegaYS cS thaf^l^S'^'''^'*^ °' ^^^^^ 
thJIo ^=«^A^NA. No; we had, at that time, that we were doine this 
S^ndertT"nt**r^*^ r"^'"! ^''k^l^^. the Snteffor W 

We lost our grant. Grants have been cut all over the olace Thprp 

dral yalsy, is the only organization providing any kind of consirt 
ent advocacy for parents, and they cannot do it all 

^10, ttiere are very few legal services there. 

Mr. bvANs. Do you have a central place? 
v.^^'^'T^^ *h°^« lEP system is very difficult to deal 

^ Sif^"/ "T^^". y?." set to the fair hearing level unless vou do 
?ocr„W°'' W ^ of the agencies that has some sort of 

Kv f):°'>*^ '^^^'des to help you, tte parent ends up attempting 
to pay for ,t on their own or trying to go through it without any 
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training, and you need an attorney. I work for an attorney. He will 
not help me. 

Ml . Evans. The school board is going to have 

Ms. Short. An attorney. 

Mr. Evans. If it goes higher, they are going to have an attorney 
in the appeal process. I know that from my own experience. There 
have been delays as well. We had a problem in the State of Illinois 
where they did not have the regulation on the State basis for a 
year after they were mandated to have the regulations. 

So, this was 3 years ago, and I think it is a problem diat we need 
to look into to make sure that the State is following throurfi 

Ms. Bertaina. This happened about 4 years ago. Started about 4 



Mr. Evans. All right. 

Ms. Bertaina. But, in California, I think, they recently passed a 
law that said, if I am remembering correctly, that parents may not 
bring an attorney to an lEP meeting unless— no, excuse me. The 
district will not pay for the attorney unless they use one them- 
selves. 

There is some— I cannot remember exactly how it goes, but it 
limits the parents' right to legal assistance, you know, within lEP 
and within fair hearing procedures. It is a real problem. 

Mr. Evans. Is there any other panel— you will have to move the 
microphone down so we can get it in the record. 

Ms. Vincent. I really want to comment on the due process and 
lEP system from the perspective of the changing American fami- 
lies. 

We have two very articulate parents over here and another one 
over here, and Ann will tell you, she probably has written the best 
book there is on how to write an IE? as a professional. It has 17 
chapters and checklists, and we all used it with our students, and 
she will tell you, when she goes into Jay's EBP meeting, she forgets 
ail of her questions, she cannot get the information asked. 

And, what I want to point out about due process and was very 
^.A about that is that many, many of the families tliat I work with 
are very dissatisfied with their children's services, but they do not 
have the self-confidence, the educational background, the tenacity, 
the willingness to have everybody in the public school not like 
them in order to take the process on. They really need ndvcy^tes 
and the systems out there need to have advocate people available, 
other parents who have cone through the process, because it is 
very few parents that can rea'l>; take the system on. Many of the 
parents who most need the services are the very people that don't 
take the system on. I talked vnth a father the other day on the 
phone, and he said— I said, well, you did not sign t]\e IEP> and he 
saiH, I just— I cannot deal with them anymore. I just signed i^* and I 
will work on what needs to be worked on at home, you know, and I 
think that is a very sad situation. 

Mr. Butler. Just a really very quick commv^nt. 

Mr. Evans. Can you move the microphone down? 

Mr. Butler. Yes; I have some evidence that supported the same 
point. In our study, we asked parents 'A'hether they had attended 
the most recent lEP conference, and in Santa Clara County, which 
was by tar the most affluent of our sites, 90 percent had, in part 
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b«»use they had the disposable income and time to be able to 

? ?^ made special ar- 

rangemente to hold the hearings at hours when they couldattend. 

m the other districts, attendance was more like 50 percent, for 
all the opposite reasons plus the intimidation factor andso on You 
have a law which, m its procedural guarantees, is about as compli- 
^^ff ^^^.y^;* ' understand, and then you h4ve 
parents 50 percent of whom have not graduated from high school 
bemg asked to come in and fight for their righ*jj scnooi 
«nii^ Tiu^^iT® ^ ^''^y ^ procedural guar- 

^^. \^ are tembly important, but I think we should 
L7J^? % if famUies sufficient support to be able to fulfill the 
mtent of those guarantee, and that may mean doing more than we 
are currently doing for those famihes. 

Mr. Evans. I do not want to ove.do my time here, but if any of 
you could give me some studies or some things Uiat have been done 
on how we could and what the cost wouldhTtoSiift the^uiSI 
from an institutional to an mdividual level, I would like to have 
some of those studies. Thank you. 

Mr. MoNSON. Thank you, Mr. Chairman, 
f JJ*^? appreciated very much the testimony we have heard here 
today too and I thmk if, has h«Iped us aU recognize the value of a 
Si fS'^^.K^PP^t/*"" iituations, andVylt, pointed out that 

^ are other problems out there still that need to be dealt with 
ir^{ y^"^^^ suggested that we need to mandate to state and 
!.^^^LrX?^'°" agencies to assume responsibility for the handi- 
° educational program from the point the child is di- 

You also indicated that you do not think we need to put more 

SZn^^ ^^V^ ^'Z^^^"^- ^ this going to req& pu^ 
ting more money into solvmg the problems? * ^ 

h«v^ »~!t^^7- ^- ^ one that several of us 

Tw" ^' ^ f *° «Pe"d the money. We have a pro- 
gram m Wisconsm called the Wisconsin Family Support Proeram 

tSy frSo^tS^loo'^^' through that p/c^^StSr^^ 
r»&L ?L ^- Kf^?^ a month to maintain their child at home, 
rather than mstitutionaliidng them, and as part of that, what we 
.^TmTa ""th community agencies to provide day care 

aSd children under five, f^ily supp^Irtmg. 

nuf nf ,^ the things that we saw is that for every child to keep 
«hiut <R^^fftn}?'*'*""°" Wisconsm, because our institutions are 

fo^l^ Spfln/^^"' ""l "'"^^ P^y.^*"" ^^'^y intervention services 
M "'.'^5 children m the community. 

Now, It is not the same pot of money. We are talkine about 
SioT''^ °" ^'^^ ^™ mSg it S 

A„5vSif?'"^**® reality is that most of our data said that when 
SgSyTnltTtSaL^^^^^^ ^° -t - 

1^*"*^* has served children from birth for the last 10 
ft f • not mandated to do so. Our district is doing 

l^J^Ki /^^f "a ^i'"^'^- We have not institutionalized f 
single child under 6 years of age from our city in the last 10 ^rs 
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So, not a single child has been placed, and that is an enormous 
cost savings, which then can go into education. 

Mr. MoNSON. Weil, I just wanted to clarify that point because 
one of the cost concerns that we hear from local officials is that we 
always are mandating them to do things without providing funding 
for them to do it. 

Ms. VmcKNT. Right. 

Mr. MoNSON. And, I want to make sure that if we do that kmd of 
thing, that we provide a means to take 

Ms. Vincent. We are going to have to take money from one pot 
and put that money over and put it into the community, and into 
families maintaining their children at home. 

Mr. MoNSON. There is a lot of other questions I think that should 
be asked, but I think in the interests of time, I will have to save 
them. 

I just want to again compliment you all and appreciate the evi- 
dence that has been presented here on some of the opportxmities 
that are available. I wish that everywhere had those same opportu- 
nities, but at least it gives us some encouragement th^t maybe we 
can find ways to get those started in every pl.ioe. 

Thank you very much. 

Chairman Miller. Thank you. 

Let me again compliment the panel. In response to the dial^ 
with Congressman Evans, let me say that the issue of attomejrs 
fees and representation is being fought hard right now in the Edu- 
cation and Labor Committee. The decision about attorney's fees 
will really determine whether there is a mismatch between parent 
and schools in most hearings. 

I speak from the experience of my own congressional district. 
Had they provided attorney? and worked things out earlier, they 
would not have lost a considerable amount of Federal moneys by 
violating the law, and parents would have known that attorneys 
could represent them. They went through a very disheartening ex- 
perience, as the Federal dollars dried up for a considerable period 
of time. 

On the issue of deinstitutionalization and prevention, I think, 
again, that both 94-142 and the foster care legislation have shown 
that certain services, in fact, reduce costs. We now see the number 
of children going into foster care dramatically reduced throughout 
the country, even as demand for foster care has gone up. We see 
the number of children in permanent placements through adop- 
tion. We learned that we could trade the provision of services to 
families to help children from being placed, and thereby save 
moneys in the long term as well. I think that is the issue that is 
now being raised here. 

I do not know whether in this case, it will prove to require more 
or less, or the same amount of funds. But, clearly, we have got to 
ask ourselves what kind of system is it that is biased against a 
family trying to take care of its own. 

This committee was created to try to strengthen the fundamental 
institution in America, the family. We have tried at each hearing 
to see how we can spend whatever dollars we are spending in a dif- 
ferent manner, so as to strengthen that institution. 
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In Mr Monson's State, Utah, they tried a child care experiment 

think, even m the nuddle of the recession, that their nav- 
ments were dropping as they provided chUd car* to SiS; narSte 

s'ute'^U Se^dS\rf ^ j°b,Perhaps,^shoffi^vSrthS 
suDject with the idea that, in many instances, intervention «nH mno! 

irX. ""^"^ ^ of wjS'g^!^;zsr.&i: 

ciate^v^r'tS ^ lot of things to think about. I appre- 
ciate your t««tunony and your time, and aU of your effort and I 
woj^ hope that you would continue to stay in toS^^lh Se^l? 

So, thank you very much. 

J&. VmcENT. May I make one brief point. 

tTo^ Sd°"s;, WnT' ^"PJ^'^. cSmmunky^t^S: 

SencrL^'in f »,^. T ""^'^ T^**' ^^'^ that execXe 
SS'aStSJmorSr 

PrSS^'^f*- ^^^"^ to ™atch Ms. Wm up with the 

toSi men2?r ''^ted to start cJmmmiitj^ 

KrSgE^Sfei'"^^^^^^ «?^we^«? 
Ms. Vincent. Thank you. 
Chairman Miller. Thank you very much. 

[pIiS.] "^"^ P^^^- ^'•^ al'-eady here. 

diiJtor^rnlJi'f^''- ^^',",1^ "^^y Latzko, who is the program 
Vr!^^L^ A^^'''^''^^ Services Department for the cit? ofsS 
S^rTp^'^ r'?J7^ Poyadue, who ts a parent and executive dJ 

^L j'enhv^:^TV^^^^^ Anderson'sSmoSy 
will De given by Martha Ziegler, who is the head of the Federation 

momSnf'" ^"^^^ will be ready to go'^hSrTS 



moment. 
[Pause.] 



STATEMENT OF STEPHEN BREES, CONSULTANT FOUNTAIN 
VALLEY SCHOOL DISTRICT, FOUNTAIN VAlLey;cA 

Mr. Bkees. Thank you for giving me the honor 

Chairman Miller Excuse me. We are going to have to ask that 
eve^^one be especially quiet so that we c^ hLrthe^tn^' Go 

Mr. Brees. Thank you for giving me the honor of aoDearintr 
before you, especially since I tried to just upstage you I hoi^K 
convey useful information about specific asK of my edSioM? 
economic and employment experiences ^ eaucational, 
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I am 32 years old. My disability is cerebral palsy. Shortly after 
my disability was diagnosed^ I began attending a special education 
school located here in Orange Coimty. I attended this jchool from 
the age of 3 to 16» during mdch time I received physical therapy, 
assistance meeting my physical needs, recreational experiences, 
andeducat* .'Jil training. 

All of the pupils who attended this achool were, iu one way or 
another, physically and/or learning disabled. With the ^coura^ 
ment and support of both my parents and the very special spedal 
education teacher, I b^^ to attend a regular high school at the 
age of 16. 

Although there was a home room in which I received as si stance 
with such things as changing my clothes for TE and meeting toilet 
needs, for ttie most part, my experiences in high school centered 
around interactions with nondisabled students, both academically 
and socially. 

It was during these challenging high school years that I became 
interested in psychology, and! have stayed on the track because I 
just received a master's degree in counseling last sununer from 
California State University at Pullerton. 

I require physical assistance with my personal needs on a daily 
basis. Some of the important and fundamental tasks I need help 
v^th are transferring in and out of bed, transferring on and off the 
toilet, personal hvgiene, and dressing. These needs are fundamen- 
tal and primary, because unless these needs are met, I cannot func- 
tion very well, if at all, at school or on the ^'ob. 

My first opportunity to live independently came when I attended 
the University of California at Riverside, where I received my B A 
in sociology. For approximately 4 years, I lived in the dormitories 
there. I then lived in an apartment subsidized by Housing and 
Urban Development, which was within walking distance of the uni- 
versity. . 

The entire campus as well as the dorm had specific modifications 
which made living there much easier, and that was funded by 
Project Hope. 

It was at UCR that I first learned how to locate, hire, and train 
those persons who were to help me meet my physical needs. These 
people I call attendants. Newspaper ads, disabled student services 
offices at different colleges, community services, service agencies 
serving the needs of the disabled, and word of mouth have been the 
most effective methods that I have found in locating attendants. 

However, I have often found that I have had an insufficient 
number of responsible people from which to choose when hiring an 
attendant. Part of the reason for this is economic iii nature. The 
salary of my attendants, until just recently, has been provided 
solely by a county/State program entitled "In-Home Supportive 
Services." 

While this program has been very helpful, it is averaged out to a 
daily rate of from $15 to $17 per day, and at the very least, I re- 
quire an average of 5 hours of physical assistance daily. 

According to the rules of the program, if I earn money to supple- 
ment this amount, the amount granted to me is reduced. I cannot 
offer a potentially desirable employee an economically competitive 
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remuneration. As a result, tho people I do tend to deal with are 
%nti\ ^^X°''fu''''''tf' ^^^^ ^han totally resSbS 
income fr^?i/'«?ijofc /ecemng supplemental Purity 
mcome trom the Social Secunty Administration. This SSI has been 
panted to me mth the stipulation that I do not en^ iJdS 
CMit gainful employment As I have mentioned preSy I hf?e a 
master s d^ree in counseling. ■'^ 

fflnHi^«S!l"ni,fr*^"° ^ ^ « practicing marriage, 

S^nTht o^i^ counse or. In order to do this, I must fo volS; 
^^t^Jh^^'^^'^K"' *° set the supervised hours neS- 
SLdaJte ^ ^° field work, I must rel^S 

In order to acquire the services of attendants, I must nav tham 
more than the amount allotted by the Government. 
my attendants, adequately, therefore, I must find a job wWch dSJ 

of Government assistance ^ 

WhUe I believe that a disabled person who has had a successful 
employment history should make ^ovisions fo7threx?eS^m^ 
measurate with his or her physicS needs, I also ^llew ttSt^iS 
Suni^lSf habits are learned, and if you havri^S^had l'o^ 
^P^?hS1^ develop those habits, it is hard to act accordingly. ^ 

Positive work habits are developed, in part, from having a histo- 
ry of expenences in -rhich a cHikl can learn TorrS-adiS^ 
assume responsibility for himself as he matures. Sradyially 

oJla^fTi^ I^Ple have limited capacities to take 

care of themselves or to be emploved, let alone to livSeLnden^ 
ly. However, must children, disabled people, and retired folS be 
employed m order to be of social benefit^ ' 
I am convmced that whatever social beiiefits I may be to mv 

SZd SirK^^'^^^yj^^?^" relatiSSC I ha"e 

had and still have m educational and vocational settings. 

My current employment status is new and exciting I am a con- 
S^in^ Sfrf ?n".^^^^^l"y School District here in cSSiia. I 
Soin^in^ Wm. Z development of cumculums to familiarize 
^tyidS^nfit "^h^'- <=hildren in their school 

My position will last, 3 months. It pays well enough for me to 

IJJf 5 ™iLfiP"^ have enough left-over to for Liothe? 

iu^mlem'^rfl'' ™^?'> ^P'^ I ^^^^^ afford to dicSnue 

suplemental purity income, and before I could afford to have mv 

S^"^?*^*^'"^ governmental allotment greatly reducS- 
begaS/eSy^/^^ ' '''''' economically afford to 

WifKi^rLi^r® the following general recommendations: 

Second, estabhsli or work in conjunction with already existine 

s^teo?th?d£si^'"^'.'""5^^°^ ^^^^^^^ peSon sf 

pOTcnts ot the disabled on attendant care, accessible housine trans- 
portation options, health insurance, et cetera. trans 
grams ^ establish attendant care training pro- 

id 
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Fourth, provide safe, reliable transportation for disabled people. 
And, fifth, consider pro\dding economic assistance to people with 
disabilities— based more on their actual physical needs and less on 
their emplojrment histories. 

I would like to thank you very much for your attention, and I 
would like to make myself available to you to answer any questions 
you may have in the future. 
I really appreciate being able to come here. 
Chairman Miller. Thank you, Steve, very much. 
[Prepared statement of Stephen Robert Brees follows:] 

Prepared Statement of Stephen Robert Brees 

Thank you for giving me the honor of appearing before you. I hope I can convey 
useful information about specific aspects of my educational, economic and employ- 
ment experiences. 

I am 32 years old. My disability is cerebral palsy. „ . , t:»j 

Shortly after my disability was diagnosed, I began attending a Special Education 
school located here in Orange County. I attended this school from the age of three 
to sixteen, during which time I received physical therapy, assistance meetmg my 
physical needs, recreational experiences and educational training. All of the puDUS 
who attended this school ware in one way or another physically and/or learning dis- 
abled. - . , 
With the encouragement and support of both of my parents and a very special 
Special Education teacher, I began to attend a ''regular'* high school at the age of 
16. Although there was a home room in which I received assistance with such 
things as changing for adaptive P.E., and meeting toilet needs, for the most part my 
experiences in high school centered around interactions with non-disabled stuaents 
both academically and socially. It was during these challenging high school years 
that I became interested in psycholo©^, I received a Masters Degree in Psychology 
last summer from California State University at Fullerton. . . q 

I require physical assistance with my personal needs on a daily basis. Some of the 
important and fundamental tasks I need help with are transferring inand out of 
bed, transferring on and off the toilet, personal hygiene and dressing. These ^eds 
are fundamentm and primary because unless these needs are met, I can not funo- 
tion very well, if at all, at school or on the job. ■, ■, v tt • •4- 

My first opportunity to live independently came when I attended the UDiversiqr 
of California at Riverside. For approximately four years I lived in the dormitories 
there. I then lived in an apartment, subsidized by H.U.D., which was withm walking 
distance of the university. The entire campus as well as the dorm had specific modi- 
fications which made living there easier. ^ 

It was at UCR that I first learned how to locate, hire and tram these oersons who 
were to help me meet my physical needs. Newspaper ads, disabled student jservi^ 
offices at different colleges, community services serving the needs of the disabled, 
and word of mouth have been the most effective methodis that I have found of loot- 
ing attendants. However, I have often found that I have had an insufficient number 
of responsible people from which to choose when hiring an attendant Part of the 
reason for this is economic in nature. The salary of my attendants untD just recent- 
ly has been provided solely by a county /state program entitled In Home Supportive 
Services. While the program has been very helpful, it has averaged out to a daily 
rate of from $15 to $17 per day. At the very least I require an average of five hours 
of assistance daily. According to the rules of the proffram, if I earn mon^ to supple- 
ment this amount, the amount granted to me is reduced. I cannot offer potentially 
desireable employees an economically competitive remuneration. As a result, me 
people I do tend to deal with are often non-professional, untrained, less than totally 
responsible people. ai. 

Until recently I have been receiving Supplemental Secunty Income from tne 
Social Security Administration. This SSI has been granted to me with the t ipula- 
tion that I do not engage in significant gainful employment. As I mentione<f previ- 
ously, I have a Masters degree in counseling. My future long term goal is to become 
a practicing marriage, family and child counselor. In order to do this, I must do vol- 
unteer field work in the community. In order to do my field work, I miwt rely on 
attendants. In order to acquire the services of attendants. I must pay them more 
than the amount allotted by the government. In order to pay my attendants ade- 

o . 56 
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Steffi I niS Sf* *e total of governmental as- 

Whn!' I iLT^ ^♦!?^® enough money to make it worth being gainfully employed 
tJ^ll i^^'^r .a.dwabled pereon who has had a succe^ful emploCent 
^^niS« i""?^^ «P«n««« commensurate with hte or ter phyd^ 

STk!?. ' i ^ ¥5®"® ^> 8"«*8s&i work habits are ImitiwL PosiU^ wwk 
^iLtJf ^ « '^''^'y of experience ik wWdi a dSd 

^1 IX>^ir«f mf^'JS^ himself as he matures 

wen aware that many people have limited capadUes to take care of themselves or 

SLrie3°^Jflfc *^ "ve indei.«adentirhowever. m^cWlSdte^l^ 
ffwSS^ve,^^/f ii r»T'°^"lL^°'^^'' **» ^ of social benefit. I am Convinced 
inat Whatever social benefit I may be to my community is lanrelv oossible heoin^ 

v^L^^J^ » employment status is new and exciting. I am a consultant forThe 
Fountain Vdley ^hool District here in California. I aBi takin/partinX develop 
ment of cumcula to familiarize second and fifth eradechndiSS Sth 5uTj 
who have disabUities. Mv position will l^'C'm^uL U JTjS en^h for m 

MiSTrl Z^'1X/?'^oHr r"?!" *^ forTother job Medt 

brfore^uW «ff„ J^iJ-'''- ^""^ ^ discontmue Supplemental Skurity Income 
ana oeiore i could afford to aave my attendant care irreatlv ru\,uv^ I l^^j I 
^^^J^y.^^"^ I could economTcally aCl t^te gSy'fmp^yed."'^"' * 
In dosing I hove the followins general recommendations: ' ^ ^ 
f. With respect to special education it is important to educate m.„.v 

irrkik^SL'Si'or^fti^t^^^^^^ „ovide 

TpSoT^ittii^u^i^et."" '^^ ac^^J^h^Sg^TLteS 

3. ^vide grants to MtabMv attendant care training programs 

t' r^^TA^^ '^^^^ transportation for disabled people. 

5>. Consider providmg economic osistance to people with disabilities huswl nn 

tn m^o " "^'^ "'"<='^ for your attention a-.d I would like to offer 

to make myself available to anwer any qaesUons you may have. 

^"^.i^Jl^,^ "^^^"^^ LATZKO. PROGRAM DIRECTOR OF DE- 
y^iS^J^^?"^^ SERVICES DEPARTMENT, FAMILY SERVICE 
AGENCY OF SAN FRANCISCO. SAN FRANCISCO. CA 

Ms. Latcko. Chairman Miller and other committee members I 

Sioffia;^"" y""' ^^"^ '"^ opportunity to give my pre^^n! 

mi^t ^nA^I'W^^ i developmental services depart- 

fX^ L^^ Family Service Agency in San Francisco, I have Seen 
t ^^"'^ the services that we offer to children from 2 
weeks to 3 years old. I understand that I am probably going to be 

progjaljs""' ^ ^^^""^ earHeKte?fei?ion 

Before I do that, I would like to express my professional and oer- 
sonal opinion, based on 25 years of experience as a nurS ^d m a 
program administrator, that parents of young disabled children a^ 
we have heard so articulately this morning, need to have optioS 
open to them. The programs directed toward these child?en S?ed to 

One cannot think about the child in isolation. Many infant oro- 
grams, even here in California where there are maJy goSd pJ^ 
grams, plan for the child's needs without thinking of the d?il^^^ 

beJi°deli3f^'nffL'^"-?" "".^'"r^ have traditionally 

been designed to offer assistance to families through home visits or 
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center sessions, during which the families observe with and work 
with professionals in order to learn to implement therapeutic ac- 
tivities with their children. They observe these activities and im- 
plement them at home. These sessions last 1 to 2 hours at a time, 1 
to 3 days a week. This type of program is ideal for famiUes in 
which one parent does not work, and he or she is able to carry out 
these activities at home. But the reality of life today is that women 
do need to work. We know from statistics that half of the women 
with children under 6 years old work. They work because most of 
them need to earn the money to support their families. 

Other families may not be highly functioninpr, specially m 
today's society. We cannot depend upon these families being able to 
carry out professional suggestions. Even though the programs tlmt 
are available may offer excellent services, they do not meet the 
needs of these families. I would like to give you a few examples 
taken directly from the families that we serve. 

A 14-year-old mother, whose child has a severe metabolic disor- 
der— maple syrup urine disease. This mother needs to fjiish school. 
She has to finish junior high, and to go on to high school. Her 
family speaks only Spanish. . j. „ , j tj^u,„ 

A family in which the father is periodically unemployed. He hes 
just recently had a stroke. The mother's job is ereentaal to support 
three children, the youngest of whom is severely disabled. 

A single parent who drank heavily before she knew she was 
pregnant. She is receiving therapy for alcoholism, and the natural 
kind of guilt that she feels toward her child who has fetal alcohol 
syndrome. . , - 

These are just three examples. I could give you examples ol 
every single family that we serve because our services are designed 
for the highest risk families. None of these families would benefit 
from a traditional program. 

Now, I am going to describe a little bit about our proram. 
Family Developmental Center is located in the Mission Distnctof 
San Francisco, on the ground floor of the Sunshine School. Ihe 
second floor, which is the Sunshine School, houses an alternative 
high school. The center offers a full day program, from 7:30 a.m. to 
5:30 p.m., 5 days a week, for 72 children, 18 of whom have special 

This is mainstreaming at the very youngest age, 2 weeks at 
times. All of our families, those with both disabled and nondisabled 
children, could he considered high risk. Thirty of the seventy-two 
parents are teens who attend high schools. Two of those teens have 
disabled children, a double whammy. All of the families are low 
income and are either working, in training programs or gomg to 

school. , 

Of the 18 parents of disabled children who are presently en- 
rolled, 14 have been able to continue working, continue their 
schooling, or return to the work force. Without this help, most ot 
these parents would have had to resort to welfare assistance. 1 
have submitted some written material documenting the value and 
the economic feasibility of early intervention. 

The four remaining parents are essentially unemployable at the 
present time. One has a brand new baby. One is under outpatient 
treatment for schizophrenia, one is a recent Spanish-speaking im- 
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migrant, aid the fourth parent is in a depressed state. The latter 
two parents are being helped to acquire skills and improve their 

fSSSmT^'j^c^L "^^^ '•^^^-^ 

It IS difficult to present statistics regarding the rate of children's 
contmued mamstreanung after graduation. Two-thirds of our chU- 
dren are moderately to severely disabled. Here in California, we do 
mandate programs for children who are 3 years old and ovjr but 
few programs are mainstreamed. 

We ta^ed earUer about the need for advocacy during the lEP 
process. If you have a good program for chUdren under 3, that proc- 
ess can start very early. We are the advocates for the parents 
during the lEP process when their children first experience this 
very crucial transition into a school district program, "niey go from 
a very protective environment, either in hospitals or in an infant 

"^^Sr'^^H.^*^ s^egated program in which 

their child IS different" and is not included in the ordinary main- 
stream of the schools. Sixty-seven percent of these children would 
nf w ^^.o"^ ° mamstream program, but what about those 

other 33 percent? These are the children that we expect and hope 
wUl be mainstreamed. A very recent wonderful success story at our 
center involved a child who came to us at 18 months old, who was 
barely sittmg, and who had severe anomalies, Vater syndrome. 
Through very concentrated work and therapy with him and liaison 
with the medical community, at age 3, he received a scholarship to 
go u»to a Montessori school as an ordinary mainstreamed child. 
Many of his disabUities were resolved, and his parent, as she apUy 
put It, remained out of mental institutions. It is this kind of early 
intervention that is crucial for both child and family. It is this kind 
?Lul?'^*^^ ^ program which could accomplish this 

The children with special needs are completely integrated into 
our seven classrooms. The program was developed in 1975 to 1^8. 
as a model under a Federal grant from HCEEP FHandicapped r!hil- 
drens Earlv Education Program]. We have a tr .sdisciplin^i^ team 
« *^«5«P^t nurse, speech therapist, and special education 
teacher as staff and consultants. These professionals work with 
Kp^-IJIf^r the classrooms and in the child's 

home. The flexibuity of the program adapts to the needs of families 
by recognizing that economic issues may take precedence over 
other needs and bv pving families the respite which will allow 
them to deal with their chUd's disability more effectively 

We see some parents daUy, some seek us out for counseling, 
advice and help, others may spend time only with their child^s 
therapist. We serve many families who are maybe immigrants. 
Many of our families are Spanish-speaking only, because we are in 
Sfr =,i^5o? *^ ^ accessible to this population. 

Our special education consultant is herself disabled. She is blind 
and Spanish-speaking. These qualities lend credibility to our pro- 
gram and we are also able to serve families who need to relate to a 
person who knows and understands their culture. 

^u^^^u^ '^^^ffSF^ several sources and I would like to talk 
a little bit about our difficulties. We have had to fight very hard to 
be recognized as a truly therapeutic program. Mainstreamed day 
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care is not yet differentiated from child care. We are partially 
funded under the regional center system, but the regional center 
usually approves and purchases only 2 days a week for program 
services since that is usually what the traditional program oflTera 
The children from most of our families would not benefit from 2 
days a week; they need to be in the center 5 days. The weekly cost 
of therapeutic day care is almost identical to that of the traditional 
infant program. The guidelines determined by funding agencies 
need to be oroadened so that barrier to limitation or prevention of 
service delivery to these neediest families are not created and per- 
petuated 

Services for children who have diagnoses of developmental 
delays, cerebral palsy, or a neurological disorder are purchased by 
the Regional Center, but there are many other children who are 
severely disabled who do not come imder those categories. We have 
a grant from a private foundation, the first grant of this type they 
have given for services outside of a medical institution, for cmldren 
who are medically disabled. We have children who have leukemia, 
end stage renal disease and other medical disabilities. The program 
enables those children to live in a normal nonmedical environment 
on a day-to-day basis. We provide medical monitoring, liaison with 
the medical community, and we give assistance to our famili^ in 
dealing with very confusing medical mformation. When your child 
is first diagnosed, you do not hear what the physicians are tellmg 
you; we help interpret and explain medical information. We also 
administer some medical treatments. 

The obvious conclusion to my presentation is that we need more 
of this kind of program which serves the highest risk families. 

Chairman Miller. Thank you. 

Florene? 

[Prepared statement of Trudy Latzko follows:] 

Prepared Statement of Trudy Latzko, Program Director of the Developmental 
Services Departmp^t of Family Service Agency of San Francisco 

Chairman Miller and Committee Members, I appreciate your giving me the oppor- 
tunity to serve on this panel. m m e 

As Program Director of the Developmental Services Department of Family berv- 
ice Agency of San Francisco, I have been asked to describe the service our Agency 
provides for young disabled children, ages 2 weeks to 3 years, and tneir families. 
But before I do that I would like to express my professional and personal opmion, 
based on 25 years of experience as a nurse and program administrator, that parents 
of disabled young children need to have program options available to them so that 
they can chocse a prc^am v/hich best meets not only their child s needs but takes 
into consideration their family's needs as well. j. . n u j 

Most programs for children under three years of age have traditionally been de- 
signed to offer assistance to families through home visit and/or center sessions 
during which parents observe and work with professionals in order to Icarti to im- 
plement demonstrated therapeutic activities with their child. Iliese sessions usually 
last one to three hours and may take place one to three times a week. This type of 
program is ideal for families in which one parent does not work and he or she is 
able to carry out these suggestions at home. , r m- ^ 

The reality of life today, however, is that womer. must work, families may not De 
highly functioning in our society and although these infant programs may ofTer ex- 
cellent services, they simply do not meet the needs of a large percentage of families. 

Consider a few examples: ^ , »• j- j on.* 

A fourteen year old mother whose child has a severe metabolic disorder, Inis 
young mother needs to attend school. Her family speaks only Spanish. , 

A family m v/hich the father is periodically unemployed. The mother s job is es- 
sential to si.pport three children, one of whom is severely disabled. 
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A single parent who drank heavily before she knew she wan cu-. • 

would be able to benefit from a traditional program 

All of our familiee could be conaidered "hioh rialr ** TKi«^ «f to 
dren are moderately to severely disabled- Siev^iilH^f ?1 t^rSSSS ; 

disabilities, ma?iy^f,;horwou??n^J^«'l?fv%*'"" ^ ^th medical 

wfaSnlSsTm'emidm^^^^^ ^'''^ '•'"'-l* ^''^ 

an?^^oSTr^„^ft;^^e\S?eTn"^^^^^^ "'this t^ 

^Iv^DlSr^L'^'^rJlL^ POYADUE. PARENT AND EXECU- 
TIVE DIRECTOR. PARENTS HELPING PARENTS, INC.. SAN JOSE, 

Ms. PoYADUE. Yes. Thank you. 

I would like to address several issues regarding parents needs 
that start ' «'""«"ts around iShavKnd attS 
Knif A beginning, in the hospital setting, for the^ 

families. And, also I would like to describe to you our unique 3 
nexpensive programs that I think could be an answer at feasTa 
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As executive director of a mutual self-help pa::ent support group, 
I listen to many parents of disabled, chronic, or terminally ill chil- 
dren. I have concluded that the issues for the 1980*8 center around 
three main areas, ESP,-education, support, and professionals. 

Taking these three in reverse order, because I do want to go all 
the way back to the hospital setting when the baby is bom. Let me 
start with professional issues. 

Trying to coordinate your child's care, and sometimes just en- 
countering some professionals changes the challenging drama of 
raising a child with a handicap into a frustrating, agonizing night- 
mare. It takes some families months to recover from the negative 
attitude and approach with which some doctors disclose the diagno- 
sis to new parents. 

For instance, approximately 25 percent of physicians still recom- 
mend inunediate institutionalization, although that has long since 
been proven not to be the method of choice. 

Many are not aware of resources, services, and agencies to which 
they can and should refer families. When my child was bom, they 
told me to take him home and love him. Thank God, I ran into a 
parent who said, "Florene, there is more to do than that. Let xis get 
this kid into a program." 

Professionals will often not tell you the ranges of the child s po- 
tential, but concentrate on the lowest possible range that the 
child's ability might meet. Many professionals will not listen to 
parents' concerns, acting as if the mom's brain exited the uterus 
with the baby. 

Too many are hesitant, or are not willing to call in peer or 
parent support groups. They fail to use a comprehensive team ap- 
proach and that has been mentioned here earlier. The linkageMS of 
the health care system and the educational system, the physicians 
and nurses and social workers in the hospital must begin to work 
with the school districts. 

The day before yesterday, our parent support group put on a hos- 
pitalization and discharge planning symposium. It was the first 
countywide symposium on this issue. It is going to be the first of an 
annual symposium on the needs of special needs kids in Santa 
Clara County. We got all of these different groups together to work 
on this issue. There were doctors, nurses, social workers, principals, 
teachers, et cetera, and it was a parent support group that accom- 
plished this. 

We had a very exciting day from 8:30 in the norning till 5 m the 
evening. I was very pleased chat one pliysician came up to me, very 
emotional, and said "I learned something. I came here. I thought I 
would just share, but I learned something, and I also had tears in 
my eyes twice;" and where do you get your funding? I said, "We do 
fund raisers. We are putting on one June 23." He said send me 50 
tickets. I will sell them. So, not only did he get educated, but he got 
involved. 

Besides the failure of many professionals to use the comprehen- 
sive team approach, there is a tremendous stress on these families 
from the many professionals who suddenly impact on them, and no 
one of these professionals totally coordinates the child's case. 

O 

mc 
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HiSf«l^*u^°"f ^ manager; making all final 

P*^"*" '^th lhat? The parente are wiff 
mg to do that, but we do need a resource and some help 

Atony profiessionaJs faU to realize that taking care of a handi- 
SS^ f '"e^^ ca?e of a faiSilyTnot 

^^JT" ^^'^t ^ ^^^""^ *° the coUaborative shared 
management approach that is mandated in Public Law 94-142 The 
parents are to be included and too often we find oureelves fighting 
for that mclusion. We talked e little bit earlier about haStSvS 
neys at meetangs and parents trying to get a proper lEP process, 

^lnff^°1 fy^"^ ^ «P«"di°g niore money fighting the 

parents instead of giving them the rights they need Then, we 
would not have to pay attorneys. 

Sometimes, what they are calling an attorney in for is probablv a 
$25 program cost Instead of getting the child the pro^Sn the? 

Si-'w'f.S^^* V¥ frustratioS^at ^ 

Where a lot of the problem lies. 



SUPPORT ISSUES 



A«^if P^** concerned, parents need financial assistance. 
<if^ previously, government agencies are willing to 
Jf '"^ ° "^fy, "^^'^^ « <=hild is in an institution, witii three 
S J^""™^ '^^'■^ of the chUd. Then the child is dS 

daj?^^k"^ ^° jo'' ^ hours a day, 7 

flt^fKol^' ! Tu !:?^'!"* ^^"'^ that is caring enough to intervene 
Srl Vj^' of birth, to ensure each child's right to life and proper 
care, do^.not intend to abandon that same child because he ex- 
changed his hospital bed for a home bed. ne ex 
Asking parents to sell their home and possessions until they 
Sen" ^"^P ^oSTot help the child 

uZl^t^tt^^ P!^'" ^^PP°^- I cannot say that oft«n enough. We 
hpln wl l°^\u1"y professionals who impact a family, and 
S; u professional care. But, we also need each 

eSJS pSente information from other exS 

niloff^? ?" of.the agencies at the symposium the other day to 
hcS^fe*^' '"fJ"^' parents on their'Sanning commitS in 
wSth ^f^nl'" °? o'-ganizations. They are overlooking a vast 

Hpnt^Hi%f^P^^- '5:?,^^"P«';1'^^ hoy had skateboarding acci- 
dent. He IS now niultiply handicapped, and was about to be dis- 

S^i^S ^^P?**!.- nuS^first of all, were very ups^t 

" She would not accept the fact that 

Mor.nP ^ to do better" and they Sd 

Florene, what are we going to do with her. I said, well, right awav 

T frv^° ^T^- ^^"y^ <=hf.nge her attitude. She L whLe she 
should be, m denial. When your kid is skateboarding one minut^ 

th°e n'pTfi* "^'^^ '"i""**' the neft 6 wS or 

the next 6 months, that he is not going to be doing anything but 
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sitting there in a coma the rest of his life. Nature protects us by 
providing "denial" in the grief cycle. , , ^ , u a 

Thank God, the mom persisted. And, thank God, they had the 
good sense to call Parents Helping Parents, and ask what can be 
done. We sent over an experienced parent who had takencare of 
such a chad in his home. He talked with the new parent. The hos- 
pital allowed that experienced parent to also sit in on the discharge 
planning for the child. They said that the experienced parent was 
the most valuable person on that discharge plannw^^L*^- The 
child is out of a coma now, and beginning to do well. That I>arent 
needed support from another parent; someone to say that it is OK 
to hang in there, even if "they" say your kid is not going to make 
it. Sometimes, "they" are wrong. 

There are parent support groups in many coinmumties. ine 
problem here lies in getting professionals to understand tiie bene- 
fits of self-help or mutual help thoroughly enough so that they 
become committed to takmg the responsibility to see that their pa- 
tients or clients have access to this vital therapeutic mode. 

Handing a flyer or a brochure to devastated parents; or worse, 
just posting one in the lobby, is not commitment enough. As a 
nurse, they nor I, and I am a nurse, would ever dream of handing a 
po8tK)p patient a flyer on the benefits of coughing. We would msist 
that they do it, and we would call in experts, respiratory thera- 
pists, if we did not have time to do it. 

The experts on recovering fi^om the shock of the news and the 
experts on rearing a child with handicaps or illnesses are experi- 
enced parents. They shoiUd be called in. , . . 

ITirough contact with other parents, the familvs isolation is 
broken, thus preventmg child abuse and many of the other things 
that have been talked about here today. Parents are helped to 
maintain some simUance of balar e and sanity for themselves. But 
most importantly, the child is gi' in the greatest chance for reach- 
ing her or his fullest potential. ^ ^ r, i . 

A helped parent is truly a helped child. If Easter Seals giv^ a 
child a brace and mom and dad are too depressed to put it on, what 
good is that brace? 

Parents Helping Parents gives to special needs kids the one thing 
they need most; we give them special parents. Specml parents are 
not people who are dry)ped from heaven, or made by God and all 
these different things. Special parents are knowledgeable alwut the 
laws protecting their child. People who are well informed about 
their childs disability and abUity. Parents who are assertive. Par- 
ents who are directed. Parents who are involved m clrld s care. 
Parents who are caring and comp<}tent, and advocating for their 
child's rights. ^ , ^ , ^ 

Our organization. Parents Helping Parents, tends to make that 
kind of a parent of a new parent when they come to us. We have a 
poignant, touching letter from a mom who wrote to PHP. 

She said 'THP, thanks to your help and support, we brought Ve- 
ronica home." She had been in an institution since birth. 

We did not offer her any money, we just offered her enough sup- 
port so that she felt she could bring the child home. 

Educational issues. Last but not least. The issues around obtain- 
ing a free, appropriate and in the least restrictive environment 
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education promised by Public Law 94-142 often becomes a constant 
war between parents and educational systems. 

On the one side, the school staff is engaged in protecting their 
budgets, changing criteria for eligibility, and quoting quotas; while 
the parent is, first of all, getting over the trauma of their dashed 
expectations that the school would be working with them, helping 
them to get the best program for their child, instead of working 
agamst them. 

An example, not more than 10 percent of student populations 
can be considered special needs. If so, we up the criteria. If you 
have more than 10 percent students, you have to up the criteria so 
that onlv 10 percent will fall in that range. 

A child, at this time, because we have kept upping the criteria, 
must now show a 50-percent deficit before adapted physical educa- 
tion is b^un. That means an 8-year-old must be functioning like a 
4-year-old before he can get help. 

By the time we intervene, remediation takes twice as long or has 
much less of a chance of helping and cost is probably doubled. 
Other problems include: (a) parents cannot get the program the 
child needs, (b) There is an inappropriate mix of ages in the class- 
room— 6-year-olds with 12-year-olds, (c) The program plan for an 8- 
to-1 pupa/teacher ratio, when visited thei'e were 16 handicapped 
kids to 1 teacher, (d) Kids being pimished for symptoms. Example: 

A mother was told if her child with Tourette^ ^ndrome, asyou 
know, those kids will often jerk themselves or yell out. they 
cannot control it. And, the mother was told that if her child yelled 
out in class one more time, she would be punished for that. Slo, the 
kid IS going to be punished for a symptom that she cannot control. 

(e) Learning disabled children— We have not touched on that 
very much today, his is a large, large group. We just started a di- 
vision in our organization called P.OX.D. [Parents of Learning Dis- 
abled Children]. We had 20 parents 1 month, and in 2 months, we 
had 132, and we did not even advertise in the newspaper. 

Learning disabled children and their problems are misunder- 
stood, mislabeled, and they are misplaced. Parents must often con- 
vince the schools that somethmg is wrong with their child, and 
that he does need assistance, (f) The lEP process, I will not go into 
it very much because many problems surround it and have been 
touched on by others here. Placements or assignments being made 
before assessment is done. I do not know how that can be, but par- 
ents complain about this. 

Plans are completed before getting the parents' input is another 
problem in this area. They are not clearly written. A lot of educa- 
tional jargon might be used that parents do not understand. Par- 
ents are intimidated, rather than consulted and trusted and re- 
spected. Sometimes they are written and not done. Just to name a 
few thmgs, that I bear parents complaining about. 

I see a parent support organization as one of the vital missing 
links that can be used to bridge the gap in solving many of these 
issues. Parent support groups need assistance to develop financial 
and technical assistance. 

Thank God, we are now beginning to get some financial assist- 
ance from the Federal Government and through the TAPP Pro- 
gram, Technical Assistance to Parent Program. We are getting 

Er|c 65 ' 

48-187 0-86 3 



60 

some technical assistance. That is a beginning, and we need more 

of it. _ 

We perform an invaluable unique service. Our organization, Par- 
ents Ifelping Parents, to just tell you about a few of the things that 
we do: We have a Visiting Parent Program, where we match up an 
old parent with a new parent who has a child with the same dis- 
ability; one who can speak their language, et cetera. 

That old parent becomes a friend; brecdcs the isolation, gives the 
new parents emotional support and direction; and will help with 
the ifeP. Scmetimes we even have the old, or I should not say 
"old," people do not like that, the experienced parent, don a suit, 
take a briefcase, and go along with the new parent to the schooL 
Perhaps the lEP team thinks this is an attorney, but is not, it is a 
parent. It is very effective, the new parent feels supported, and the 
school district is just a little less intimidating. 

Family Rap or Guidance Sessions, which we call [FROGS]. Some- 
times handicapped people are kind of looked at as ugly, but if you 
really get to know them, they are like that frog, they are a beauti- 
ful prince once you get to know them. 

In the FROG sessions, we have counselling by peers and educa- 
tion by professionals. We have parent training. We train our i)ar- 
ents in peer counselling skills so that we can give them assertive- 
ness gkills, communication skills, at the same time, we are prepar- 
ing them to help each other. , 

We have information packets on disabilities in layman s lan- 
guage so they can understand it; also, AWS services, rights infor- 
mation. Our package started out being this thin, it is now this 
thick. We also put information in those packets about normal par- 
enting so that the parents know they have a kid who is a child as 
well as a child with a handicap. 

We have a quarterly newsletter full of education and inspiration 
and legislation. We have public and professional training, and that 
is one area that I feel is often remiss. We often talk about training 
parents. Professionals need training also. Like doctors need train- 
ing in better ways of telling the parents about the diagnosis. They 
n^ training in what resources and things are in a community. 

Parents Helping Parents has developed a program called Better 
Ways for Physicians, and we do go in and train. We have also writ^ 
ten it up in a training manual so that it can be replicated arotind 
the country, and I am pleased to say that people are writinpf for i^ 
and it is fiuso in four foreign countnes, Israel, Canada, Mexico, and 
Australia. They are using our model for training physicians. We 
also have a workshop for nurses, and they can get continuing edu- 
cation with it. It is called "When Baby Isn't All Right," where we 
train nurses in better ways. 

We do things with educators. So, at our parent support group, we 
are doing a lot of things with and for parents, but half of our pro- 
gram is for professionals. 

Chairman Miller. I am going to have to ask you to conclude the 
list. We are—" — 

Ms. POYADUE. OK. Right. Will do. Real fast. 

Siblings of disabled chldren need help, and we are planning pro- 
grams for the siblings. Siblings, I think, are the gifts of handi- 
capped children to the world. When you heard Ann talk about her 
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daughter this morning, and some of you probably felt that that was 
a lot for a fourth grader to do. SibUn^s of handicapped kids are 
more naature than their peers; more tolerant of differences and a 
lot 01 other things. 

So, siblings are a great asset that handicixpped kids give to us. 
We are helpmg siblings with this program. We have a gift to new- 
Dora, to say that is a human being you have there. We do this to 
foster acceptance by the parents. We have school outreach pro- 
grams, where we help a child with epilepsy to go in and talk to the 
class, to sensitize the other children to her needs and how they can 
he^ her and what it is all about. 

We need funds like everybody else, but to give us $150,000 to run 
our group is very cost effective, because if we help two families to 
keep their children out of institutions for just 1 year each, that 
would more than take care of the $150,000 tJiat it takes to run om- 
budget. It costs $60,000 to institutionalize one autistic child for iust 
1 ^ar. 

Right now, we have no help from anyone except the corporations 
and foundations in Sante Clara County, and the parents that sup- 
port us. 

Thank you. 

(Prepared statement of Florene Poyadue follows:] 

Prkpared Statement or Florknk M. Poyadue. RN MA (Parent) Executive 
DiBECTOE, Parents Helping Pakents, Inc. 

As Executive JMrector of a mutual, aelf-help parem support moup I listen to 
many parente of diw^led. chronic or terminaUy Kll«lren.7 jU^^'^c ud^tho^ 
Xrt!: Md^fttS^ **" ^"^ ® areas-ESP-Education. Sup- 

these three in reverse order-Professional issues. Trying to coordinate 
l^^L^^ and sonjetunes. just encountering some professionals c£nge« the chal- 
^gmg drama of raising a chUd with a handicap into a frustrating.^o«izing night- 

-.jII^S^^^u*""® ^^^^ months to recover from the negative attitude and approach 
^$5j^l?*'™®^'^J'^l<*e*e diagnosis to new Srents. pproac" 
^% still recommend immediate institutionalization, although that has long since 
been proven not be the method of choice. •» «>"i«: 

sh^ refe? f^lw*"* °' ^^'^ and agencies to which they can and 

ta^Jffi^IiS'TO P*"*"***^ ^^'^'^ discussed, most oOen only the lowest 

3fte bSii Ule to^.''"*' «««*'^-a<=^in8 if corn's brain exited her uterus 

HMitant or not willing to call in peer, parent support group, 
.uf *^ "?« eompreliensive team approach-ffiere m a tremendous stress from 
who suddenly impact one famUy; no one of these profession- 
et mS^alf^ift^isior ' ^ P^^"** '-o- the child's cJSe manag- 

taSi^^re^'ft^ioiSar """^ °' " '^'''^^^ '^'^^^^'y <=hild means 
Q^!i!!.'*'^**."**^'?*iy®' shared-management approach with parents. 

g.v f "*f financial assistance. Govrnment agencies are willing to 

^/t Vh^JZ ["■•..^"^•"'^1 Care Nursery bill, wiih three nSrses changing sHfte. 
i 1 u c ^narged home to one room to do the jame job 24 hourel day, 7 
Sfin^ t„ a gwernroent that is caring enough to intervene at the time of 

^ull^^r^l^A^ ''^'K^ "^^i^ ^^l'^'^ 5«5P«'- <=are. does not intend to abSdon 
A^ki^l Child because he or she exchanged tfie hospital bed for one in the home. 

dS" otSui^child. ' ^"^^ P**""" ^^"^ 

^^r^^^rJh^ «"PP<irt- <=°"t«ct with and information from other experi- 
enced parents. There are parent support groups in many communities. The problem 
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here lies in getting profeesicnals to underrtard the benefiU of K»lf-help or mu^itl , 
help thoroughly enough so that they become committed (emotionaly and inteUectu- 
ally bound to act) to taking the responsibility to see that their paUenta or client! ^ 
have access to this vital therapeutic mode. . t t 

Handing a flyer or brochure to devastated parenU (or worse, just postuig one in -3 
the lobby) is not commitment enough. As a nurse, they, nor I wwya 
handing a postop patient a flyer on the bcnefiU of coughing. We d insist that they 
do it, or we would call in experts, Respiratory Therapists, The experts on rscovering ft 
from the shock, the news and on rearing a ild with handicap* or illness are 
other, experienced ijarents, * 

Throurii contact with other parents, not only is isolation broken, and parento m 
helped to maintain some semblance of balance and ifP^ ,for thwnsdves, Im^ 
child is given the grer^tert chance for reaching her or his fullest potential. A helped 
parent truly equals a help id child. If Eastar Seals gives the^d a bra<» and mom ^ 
and dad are too depressed nut it on, what good does it do? Wben asked what ^ ^ 
ents Helping Parents gives to special kids. I ouickly reply, "We give q)edal ki^ 
what they need most— special parents (knowledgeable, well-informed, assertive, di- 
rected, involved, caring, competent parents). ^i. i_ . 

We have a poigi^ant, touchuu: letter from a mom who wrote *'HP, thanks to your 
help and support, we brought Veronica home!" (in institution since biit^. 

Edi»' ation issues.— Last, not least, the issues around ^'^^^S^Xj^n^S?^^^^ S 
ate, the least restrictive environment education promised by PL 94-142 often be* 
comes a constant or intermittent struggle, a war between parenta •nd the edu«- ^ 
tional system. On the one side, the school staff is engaged m Protectin| toe^ budget, 
changing criteria for cligibiUty, quoting quotas, while the parent is ™. <«wl get- - 
ting over the trauma of their dashed expectations that the school would be working 
wiUi them, helping them to get the best program for that child ; 

Example: Not more than 10% of student population can be considered speoal 
needs, u so. up the criteria. Now, a child must show a 50% deficit before Adaptive 
Pliysical Education is tigun. This means an 8 year old must be functioning like a 4 
i^eer old. By the time we intervene, remediation takes twice as long as or hv much 
ess of a chance of helping, and cost is probably doubled. 
Other problems include: 
—Parents can't get program child needs, 
—Inappropriate age mix in classes (6 and 12 years old), 
—Program planned for 8 to 1 pupil-teacher ratio, now has 16-1, and 
—Kids being punished for symptoms . , . , . 

—Learning Disabled children and their problems are misunderstood, niuilabeled 
and misplaced. Parents tr jt often convini» school that ''something is wrong* . 
— lEP (Individual Education Plans) Many problems surround it placement as- . 
signed before assessment done; plan completed before meeting «id par^ts 
input; not clearly written; educational jargon used that parents dont under- 
stand; parents intimidated rather than consulted and trusted and respected; 
written, not done. . , 

I see parent support organizations as the vital missing Imk that can be used 
bridge the gap in solving many of these issues. Parent support groups need assist^ 
ance to develop and financial assistance to stay afloat. We perform an invaluable, 
unique service. , , , r j 

Our organization Parents Helping Parents, Inc. tries to address the aformenUoned 
issues by offering the following programs. ^ ^ , 

—Visiting Parents.- MatcHmg old and new parents. This offers emotional sup- 
port, information, direction/nelp with lEP. ■, . u 
—Family Rao or Guidance Sessions (Frogs).— Counselmg by peers; education by 

Professionals 
arent Training.— In peer counseling skills, I&R usage; etc. 
— Information Packets.— On disability, services, rights, etc. 
—Newsletter.- "Quarterly education and inspiration. 

—Public and Krcfccsional Training.— Workshops and Symposiums for doctors, 

nurses, social workers and other professionals. 
— Helping Professional Students Practicum. 
—Siblings of Disabled Children.— Pu:» Days and Diaries. 

—Booklets and Training Manuals.— (Communicating with Disabled and families; 

How to Start a Self Help Group; How to conduct professionals' training ses- 

sions; Peer Counsel-training manual.) 
— Gia to Newborn Program.— Welcome to the human family. 
—School Outreach.— educate and sensitization of classmates; help special needs 

student self-disclose disability. 
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a8^°S/S«.*** ^ ^""^ ^ and to train parents 

Chainnan. Mhxer. Thank you. Thank you very much 
Ms. PoYADUE. Whne I am passing this, I'U share with you a pic- 
ture that shows the difference in two attitudes. Last year, he had a 
teacher that did not believe he could learn, etc. This year, and this 
18 one year later, he has a teacher who does believe he can learn 
You would not think it is the same kid. That is my little boy, Dean 
Archibald Poyadue. He has Down Syndrome. Some people look at 
this picture and say "Does he have Down Syndrome?" but when 
they look at this picture, they pretty much know he has Down Syn- 
drome. If you want to take a look, and I think a lot of that differ- 
ence IS just an attitude of the professionals deaUng with him. 

STATEMENT OF MARTHA ZFEGLER, PARENT AND EXECUTIVE DI- 
JgCTOR, ^DERATION FOR CHILDREN WITH SPECIAL NEEDS, 

Ms. ZiEGLEE. It takes years of assertiveness training to be able to 
be lost on this panel today. 

Firet of all, I do want to say it is a privilege for me to be appear- 
^ If M co™™ittee. whose reputation as an advocate on 
behalf of famihes and youth is well known on the east coast as weU 
as Calitomia, and everywhere in between. 

It is a privilege to be a participant in this panel of very moving 
and expert witnesses today, and, finally, it is also a privilege for me 
to be dehvenng testimony prepared by my coUetgue, Betsy Ander- 
son, who, like Florene, is one of the leading parent advocates in 
this Nation, in the area of health issues for chUdren with disabU- 
ities and children who are chronically ill. 

^tey would have been here herself today, but she had to fly 
back to Boston last night to attend the funeral of her closest friend 
who was a veiy well known advocate in the State of Massachusette. 

Betsy herself IS director of health services at the Federation for 
Unldren with Special Needs in Massachusette. She is the parent of 
three children, the oldest of whom, her son Michael, is now 20 and 
was bom with spina bifida. 

T,oIf?^^'- ^ d^ribe some of the broad range areas of need for 

parents m meeting the health care needs of their children. I also 
want to touch on a few of the urgent issues that parente are 
expenencmg and, finally, I want to tell you briefly about wme of the 
activities and approaches that are being initiated in this area. I will 
not talk in detail about the final area because we have enclosed 
packete with sample material for the committee. 

First, broadly, the expectations for childreii '^^th disabiinK7oiidr-~ 
oZiT.^^^I? dramatically in recent years, and asTcoSe- 
quence of those changes in expectations, familie^ need to be pre^ 
pared for very different roles. ^ 

forlithSZ^^K^ ^'""^^^^ recommendation 
;?^roST? u^u *^®^^™®"* » common one. Early death was an- 

S % ^'"i r*^ 'P^"^ ««ve^l other d^bU- 

ities. And, at best, his hfe was expected to be that of a severely 
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compromised person, who would, of course, live in some kind of in- 
stitution. 

Expectations have changed so dramatically that, today, even 
those children with substantial disabilities, will live lives very simi- 
lar to those of their nondisabled siblings and peere. Michael is a 
college student, living in his own apartment, up the freeway here— I 
forget which town in California, driving a car— essentially he is, 
managing his own life. 

He had his first experience admitting himself to the hospital on 
his own 2 weeks ago. Yesterday, Betsy and I urged him to come de- 
liver this testimony. He should be here instead of me, but he re- 
sponded, "Is it not enough that I pick up my mother at the airport 
and drive her around? Do I^ve to do her work, too?" 

Parents typically begin with very little knowledge of their child's 
disability or of the treatment or procedures being recommended 
Yet, today, they usually become the primary care givers and deci- 
sionmakers. Families spend more time than anyone else with their 
children. They provide the usual day-to^y care, which, for chil- 
dren with medical complications, may include giving me^cations, 
handling seizures, giving iiyections, changing dressings, giving oc- 
cupational and physical therapy, monitoring sophisticated special 
equipment, and many other tasks associated with the particular 
child's needs. 

The decisions parents must make are necessarily wide-ranging 
and they must assume active roles in the many settings in which 
their child receives services. These include hospitals, clinics, 
schools, recreational settings, home. Furthermore, these services are 
provided by a wide variety of professional persons: nurses, doctors, 
therapists, school personnel, recreational specialists, for just some 
examples. 

Parents are the link among all these specialists, and the only 
people who see the child in all these settings. And, over time, the 
parent must be prepared to provide the overall management to co- 
ordinate the effort of these many specialists and the needs of the 
child within the cont ext o f the family^ 

The coordination that all of these activities requires is immense, 
and, of course, these tasks must be performed within the context of 
a family, whose other members have varying needs of their own. 

Parents, thus, need to be informed, active partners with prof€»- 
sionals, to ensure the best management for the care of their chil- 
dren. There is an urgent need for a system similar to the one that 
we have in special education, that would provide parents with the 
information, training, guidance, and support that they need to per- 
form this crucial role. 

If you think about it, hospitals do not have anything even like a 
PTA. There is no structure or systematic way for parents to commu- 
nicate and exchange information with health care professionals. 

Second, the new role just described for families must be carried 
out with the understanding and supi[X>rt of health professionals. 
Collaboration is critical to developing an integrated approach to 
children's care. While a carefully designed structure exists, as I 
mentioned, in special education, we do not have that in health care 
settings. 
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Hospitals tend not to have the same sort of opportunities for dis- 
f^Jf^'^iUfo"^'"!!^ parents patients, and staff, wfdch are common, 
even mfonnally, m schools and in social service settings. 
noS^- ' struggle with an unwieldy, fragmented health 

r'^J^^"- ^ parents in these health 

settmgs as active team members, preparation is necessary for pro- 
iMsionals to help them overcome thfir customary ways of viewine 
parents and children as passive recipients of care 

While many professionals, of course, are receptive, and even en- 
courage and initiate such activities, others have not had the neces- 

^c^V^^Tei^e^'' ^ of 

underlying issues which confront our families 
with children with special health problems need. 

Now, tlurd, I would like to list— just simply list some of the current 
prMsing issues that such families face, and I will select one of these 
to discuss m a little bit of detail. 

There are three large areas of need: The first is information. 
Ihis mcludM information about the child's disabUity, related cur- 
rent medical isaues, new medical information that tecomes avaU- 
T*?*® Infonnation about the child's medical 

v^oS'4S°""° appropriate for the children themselves at 

faio'"^*'H Information specific to particular hospi- 

tete and clmics. Information concerning rights and entitlemente. 

a?„,? °" short and long-term issues 

around their child's health problems. 

„3% large area is training. It is very clear that parents 

need traming to perform this new role as case manager and as col- 
laborator with health care professionals. 

«oS® ^^"^ °i support As Florene so eloquently indi- 

cated, parents need connections to other famUies of sunUar chU- 
dren. ihey need connections to organizations and groups concerned 
mth problems similar to theirs, and they need to have mput into 
health care policies and practices. 

^o3?^ • '^l^ is communication and collaboration with health 
care professionals. Parents need an oppurtunity to participate as 
^nX^.°?w^'" °^ the health care team in a way Skiilar to the 
equal role that parents play m special education. They need an un- 
deratandmg of the needs and views of specific health care providers 
and access to information which can provide understanding of the 
larger issues faced by health care systems. 

h«wwiH!!J"^J[ pressing needs for famUies who 

h '* K ?^*-^ ^1?^^^ "^""^ and with chronic illnesses and 
medical disabilities. But, one of the most pressing is the area of 
health insurance, and I would like to go into that !ne in ju?t a bit 
more detail. 

bP^dlif nT^ Miller. Let me just say that we are going to have to 
for questiSg ' ^ ^^^''^ ^ ""^^ °^ 

Ms. ZiEGLER. OK There is a problem of access. There is often dis- 
«n^S"ThL°? disaoled people for commercial health insur- 

nTreSnylTrsSd^^^^^^^ ^ *=°^^^^' ^ -^"t' - 
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There is a whole system of exclusions. Our children have exactly 
those illneises and those disabilities, that require the precise 
procedures that are most likely to be excluded in health insurance 
plans. Health insurance plans frequently have lifetime limitations. 

You may look at a policy that says $260»000 as a lifetime limit; that 
may look terrific, but if you have a child requiring surgery every few 
mondis or every few years, that amiount can disappear fast. We know 
of a family in which the poliQr wni not cover me'same procedures 
and the same care if it is deUvered at home instead of in a hospital. 

I just want to make three summary statements as Martha Zie- 
gler, and these are that the earlier stories you heard on the earlier 
panel are not unique to California. The Supreme Court now is at- 
tempting to deal with the zoning problem. If the Clayhurgh deci- 
sion comes down the wrong way, we will be appealing to you to 
enact legislation that will enable 94-142 graduates to remain in the 
community. 

Finally, two more items. Florene referred to a Federal grant pro- 
gram for training paurents in many of the areas discussed today. As 
one might expect, the administration has suggested a cut in that 
program. We will look to you for help in that area. 

And, finally, we hope that you will sign on to support the conunu- 
nity and Family living Amendments when they are introduced in 
the House. That piece of legislation in the new version contains a 
long laundry list that would be of great value in solving many of the 
problems that you heard today. 

Thank you. 

[Prepared statement of Betsy Anderson follows:] 

Federation for Chilorei^ With Special Needs, 

Boston, MA, Apnl 19, 1985. 

Select Committee on Childen, Youth and Families, 
Anahiem, California. 

Good mornia :. My name is Betey Anderson and I am the parent of thi-ee children. 
My oldest son, Michael, who is nearly twenty, was bom with multiple, handicapping 
conditions which have necessitated continuous involvement with health care eydr 
terns and which were the reason I first became involved in the issues I want to 
speak to you about today. 

I work at the Federation for Children with Special Needs which is a coriition of 
parent-run organizations in Massachusetts concerned with a variety of disfcblinff 
conditions. The Federation also coordinates a national network of 62 parent centers 
across the United States. 

For the past four years, I have directed a project which presents parent perspec- 
tives on caring tor children with disabilities and chronic illnesses to health profes- 
sionals, policy makers, as well as to other parents. 

Today I vant to describe some of the broad areas of need with some of the impli- 
cations for parents. I also want to touch on some of the current, urgent issues to 
give you a sense of what parents are experiencing. Finally, I want to tell you briefly 
about some of the activities and approachpa being initiated in my area. (If I have 
misjudged the time, all of this is in tne written material I have given you.) 

First, broadly, the expectations for children with disabling conditions has changed 
dramatically and as a consequence, families need to be prepared for very different 
roles. At the time my son was bom, the recommendation for no treatment was a 
common one— early death was anticipated and at best, his life was expected to be 
that of a severely compromised individual in an institutional setting. 

Now the expectation is that children, even with substantial disabilities, will live 
lives very similar to tiiose of their nondisabled siblings and peers. Michael is a stu- 
dent, living in his own apartment, driving a car . . , essentially managing his own 
life. In fact, two weeks ago he had his first experience admitting himself to the hos- 
pital on his own. 
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♦Kr***". typically with very little knowledge of their chUd's disability or of 
J^t,^^*"* °'' Procedj"** being recommended, yet today they usuaUy become the 
pnmao' care^vers and decision-makers. FamUies spend more time than anyone 
!ri,T^^'*"lft''^'*"-.^,^.P™y''*® day-t<^y care, which for children 

H^l. S^!f^ "^ '"•^'H'je: Pving medications, handhng seizures, giving injec- 
dressings, giving occupational and/or physical therapy, m^itorin^ 
s^£?n^ associated with their <^ child's 

The decisions parents must make are necessarily wide-ranging and they must 
SSv"?! active roles m the manv settings in which a child reSSves servicM. Care 
may be given m a number of different settings-hospital, outpatient clinic school 
recreational setting or home, and by a wide variety of individuals-nurses, doctors 
-^^S"^ personnel, recreation specialists and parents. Paimts are the link 
^l°*A^i these speciahsts and the only people who see the child in all these set- 
♦lil!?' time, the parenta must be prepared to provide the overaU manage- 

SSKi„^;f*~"'V^ 9it °^ specialists and the needs of tS3d 

withm the context of the family. 

♦u2i^"^'"^!j°^ tJi^t aU of these activities requires is immense. (And, of courae, 
these tasks mustbe performed within the context of a family who«> othw mraibeS 
^Li'!5^n'ir^ "TS'^ ^ responsibiUty gcrx 4u beyoKlS^r^ 

pected ev^the most dedicated social workers, pediatricians or oflier helpeJs. 

J* mformed, active partners with professionals to insurethe best 
management for the care of their chilSren and a system is needed to provide iiSbr- 
mation, training, guidance and support 

Secondly, the new roles previously described for families must be carried out with 
tte understandu« and support of health profeesionak CbUaborationlid comW 

i**^ cntical u) developing an mtegrated approach to chUdren's care. 
m^fijJ^ftf^r^i^y designed structure exists wfthin special education to ensure and 
S?iS^-/Kln^'"*^*?°°, °^ handicappeTchildrcn, no such structSe 

^hT^^f*** l?-^*^ '^^'^9' ««h new parent is left to 

search put mfomation, support, and a definition of the parental role. 

, ^ ^"t.^^ same sort of opportunities for discussion among 

Ktti'n?^ -^E^ and staff which are so common &> education and other soci^^l- 
106 settings. ThM lack means that there is no way for people in different roles to get 
hJ^^.^* °'''r* concerns are shared and no way to discuss 

how cooperation toward common goals might proceed. 

.J^^' fa?»"f8. struggle with an unwieldy, fragmented health care deUvery 
T^'l^r, *** "'"''^''^ '*'*5'* ?" •>««lth settings as active team members, 
„o "pessary for professionals to help them ovettwme "customary" wayil 
01 viewmg parents and chilaren as passive recipients of care. WhUe many are recep- 
M^^fj^Jlf^ encourage and initiate such activities, others have not had the nec^ 
^Ilf sometimes are not aware of the issues famUies face. 

heIuht,S«^i'^° underlying issues which affect families of children with special 
health needs. The appendix contains listings of more specific need. 



APPENDIX 

INFORMATION 



^rSi! If^""! H° '^'"^ °^ °f the kinds Of information which families need 
access to m order to carry out their roles in an informed way. 

A. CfiiUls disability or diagnosis. This is one of the first things parents request 
^J^f} -V (or sometimes even any). Needed iTeasy 

f^^J« r*"^*^ "i 'r^i^ informatron from short overview brochures intended 
for parents to current, technical medical material. 

o.,„ current medical issues as a particular child's situation indicates. For 

ft^^n S^'^-' ""Vr^^^ ^i'?^ examples might be information on spinal fusions 
for a child with spina bifida, artic'.es on seizures for a child with cerebral palsy, etc 
J^*'°" becomes available about the disability or new interpreta- 
^ £?|1.'"'^°™«tion (eapecudly important for famUies of older children). 

A ^'^ir' recordi. Families and older children should be encouraged to 

^ and review the medical records from time to time. While it may be helpful for 
staff to be available to respond to questions, such assistance should not be a stipula- 
uon tor sucn viewing. *^ 

^i. "PP'-oP'^tefor children. A range of material in varying formats, 

^ fSi^^'?.!!'"^""^' ^ '^^y to begin to prepare children for thei; 
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F. Non medical refource informatiotL For example, community services, special 
education entitlements, day care, respite care, etc., the kinds of information that 
would give people important links to the larger world. 

G. Financial information. (Before an actual need arises) hospital/physician bill- 
ing—costs and procedures, understanding of insurance coverage, public assistance, 
Hill-Burton and any other sources of funds. 

H. Information specific to the hospital: 

I. Hospital structure and functioning information that would help families under- 
stand the organiiation and the ways th^ can proceed. 

2. Hospital policies, particularly those that affect families. 

1. Information concerning rights and entitlements in health care. 

J. Finally, parents need information on both short and long term issues. Short 
term issues should reflect situations as parents and children will be likely to experi- 
ence them. Material written by other parents is particularly important. 

TRAINING 

A related and increasingly important area is that of training. Parents are most 
often the people who carry out day to day care at home, supervise other caregivers, 
and help children who are learning to manage their own care. 

Needed 

A. Preparation and instruction to meet our children's particular needs. !n many 
cases this is appropriately "individualized" and "on-the-job" but in other cases this 
could occur prior to the child's actual needs. This might happen as children are 
being seen on an out-patient basis or as part of in-patient care. (Since discharge 
occurB 30 quickly now it would in fact be helpful if anticipated needs could be pre- 
Kured f )r ahead of time.) Each condition or situation has its own special procedures 
but examples might be: cast care, lifting and turning, suctioning, giving ii^jectioiis, 
to name a few. Much training material, sl -eady available for other health profes- 
sionals, could be utilized with appropriate adaptations. Families also need the 
chance to practice these skills, whether with their own children or in other ways. 

B. Families also need to develop skills that are more general in nature in such 
r.eas as decision-making, planning, management, supervision and advocacy. 

C. Information about instructional programs being offered within hospital or 
health setting— courses, conferences, etc. There also should be provision for parents 
and older children to attend seminars, in-service trainings, etc. being sponsored by 
the health center. (Since space and cost are often real considerations, a certain 
number of slots for consumers could be reserved.) 

D. It is also important for parents, children, and adults with disabilities to present 
information and perspectives to health care staff on a regular basis. 

SUPPORT 

Families need to be able to mobilize their already existing support systems of ex- 
tended tamily and freinds and in addition, most will want the special support which 
can be offered by other parents who have had similar experiences. 

A. Connections to other individual families whose children have the same or simi- 
lar disabilities. 

B. Connections to organizations and groups concerned with their own child's dis- 
ability or problem (national if not local). 

C. Health care policies and practices which encourage the presence and active 
participation of families in the care of their children. Policies should include grand- 
parents, siblings, friends and others important to the child and family. 

COMMUNICATION AND COLLABORATION 

Families need opportunities for discussion and collaboration with professionals. 
These should be available on both an individual level as well rs on system and 
policy-making levels. 

A. The opportunity to participate as an equal member of the health care team, 
similar to that provided under P.L. 94-142, with the chance to present observations, 
opinions, hopes, wisheb, and the chance to hear the same from others. The same op* 
port unity is needed for older children. 

B. An understanding of the needs and views of specific health care providers— and 
the chance to work with them to develop solutions. 
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C. Access to information which can provide undenrtandina of the lanrer iixniM 

Si^tiS.t?ffXid^^."^'' ihS^e!Tt:;r ff 

ExAMPLM or CuBHiNT Issuu AmcnNG Famiuis 
LWiUe mort children with handicappiwr conditions have received clear benefits 
^^h\i,^t^ the same cannot be sidf for chUdren with chronic illne«^ AI- 
i^^l^'i^llSP "* ^J'e definiUons appears to include them, the reaU^t^^t 
f^^'^J'^^.u^'j"'^ rheumatoid arSrids, cystic 

unpairmente are inadequately served. FamSesand hS 

Sr^'Sla"Kf*^hiK^ ""^^ ^ "'"^"^ ^ °f 
2. ITiere are iMjor issues occurring in the area of homecarv for children with sen- 
n"l^if' '^'^jJ°' *^Pl«' "^"^ depend upoTdtlSi- e^i^m 
nuKttS'f».2r^^^"' Children on ven'SatorTon hTSeT^^Kw 
nutoton^ms, those on home kidney dialysis and those with tTacheostEilS 

Many families are learning the necessary skills in order to t-Ote th^ir rhiWron 
SSliti^n iaeu^rauge pSrntol tocluX t^^d 

S^Snn t/T^^;^^ mechanisms to support clSldren atFomeTadeqjwte 
preparauon and availabibty of community support personnel, especially niiW 

Health insurance 

t»m.ul%r''\«?Hi5''®"'' ^" probably familiar with, is access. Although it is 
popular for health msurance companies to use the term "cafeteria 8tyl~ to Ascribe 

manly by the plan selected by our employer-if we are lucky enough to have one 
«.i5jKf''*'*i?"^*!,*?(°^"°" is covered, and to wKxtent b noi 

T^L'^^^^}'^ reasonably curious individuals. Of coX? the f^ 
^' i"°fiP^P'® VP coverage without any knowledge that theymwThave sne- 

-S't^lS^th^/r^S^^^ ""^ 
take the& J^«,^n^^k P*^"""* issue of homecare, families who sincerely want to 
to finH thnt ^ ^.^'""^ "'^^ ^ome from the hospital are very apt 

^en thJ^h mn'Xt^f policycont-uns no provisions for homecare covSi^ 

S<S Steffi^? Hi^J™l^ ''°''T^ •^"P"^' even S 

S« ^..if^^i^ diagnostic and prognostic reports and detailed plans for home- 
uiZIT^ ^'T^^A ""^y companies refuse to specify what they will cover-Md to 
Sdote"" ^""^ '''^ °" ^^'^ that this ^^Ti^Tu^ 

^°"P?- ""t least of which is the government, study wavs 
toshorten expensive hospital stays and the possible applicalnity of DRgW S 
SS^ forTvPr^'f"'" companies are alread^^iding the numter of days 1 

wficlholdereX'S^S^^^'*^'^^ no notif.wtL t^ 

policyholders and without advice or mput from organized n:. 'ical groups. 

Chairman Miuj;r. Thank you very much 
Congressman Lehman? 

Mr. Lehman. Just a guesMon. Ms. Poyadue, I mentioned the hos- 
P^e program for the elderly You mentioned about terminally ill^ 
well as the handicapped. I do know that disabled children are 
sometimes dso terminally ill. There are hospice programs for ter- 
T^mVv^ children as well as those for the elderlv temrally ill I 
Tv ?n „nH f^": especiafly if you kiiow of 

£my m and around Washington or m and around South Florida, 
Where l can visit. 

^ j"®* ^T^?* ^ mention, there is a book out just within the 
ast few years. I have not read it, written by a person named Stan 
Elkms, a well known writer. I do not know the name of the 

?« kJi?! y°" call nonfiction novels, 

which IS half-true and half-novel, but it is a story about a man that 
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lives in the United States and takes 12 terminally ill children to 
Disneyland, right where we are now. He describes the experiences 
and the wisdom he got from these children and the conditions that 
they had. I am trying to get the book. If I do find it, I will try to 
share it with some of you, probably. 
Thank you. 

Chairman Miller. Ck)ngressman Evans? 

Mr. Evans. Mr. Chairman, just a quick question or two. 

I take it that the Federation for Children with Special Needs 
Program is a State program. 

Ms. ZiEGLER. It is a statewide program, but we also have a con- 
tract with the Federal Government to deliver technical assistance 
to similar coalitions of parents across the country. That is called 
the TAPP project. ^ ^ 

Mr. Evans. All right. And, I know Trudy and Florene are also 
trying to do thhigs in that regard. 

Now, what is the r^ponse of the medical society and the AMA s 
as a nationwide orgtmization? 

Ms. ZiEGLER. We have some proposals pending that we hope will 
enable us to impact at the national level. However, Betsy Ander- 
son, and some of our colleagues in Boston have facilitated inclusion of 
parents on some advisory committees in hospitals in the Boston 
area. I do not mean to say that this is unique to Boston, but this is 
what I know about. 

For instance, when Boston Children's Hospital decided to expand 
their physical plant, they included parents on the planning com- 
mittee and parents had input and changes were made in the design 
of the new addition to meet the needs of families. 

That is one little example. 

Ms. PoYADUE. Could I give another one? 

Mr. Evans. Sure. 

Ms. PoYADUE. Another little example is that I had a call from 
Stanford University Hospital just yesterday, after some of their 
members attended our symposium, and they are planning a new 
children's hospital there, and want me to act as a consultant to 
form a parent advisory board for the new hospital. Parents and 
professionals working together can change things; parent support 
groups can make that link between parents and professionals. 

Mr. Evans. All right. . 

Ms. ZiEGLER. Betsy also has a team of parents and professionals 
who actually give seminars in medical school settings in the Boston 
area. ^ , , ^i. 

Ms. Latzko. We found it was difficult to reach doctors, that they 
did not recognize, they had a lot of resistance about even dealing 
with the problem, and the only way we did that is through actual 
in-services at their own hospitals. \Ve did that with a local Kaiser 
Hospital in San Francisco, and whereas we have not gotten one re- 
ferral in the previous 3 years, we now have a very good relation- 
ship with those doctors at Kaiser, and we have been receiving re- 
ferrals. 

So, that is one way that people really have to know tb^t they can 
deal with it by flyers or telephone calls or even- ! do not even 
think that they would deal with it through the AMA. They have to 
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deal very i)er8onaUy with these doctors, so they can see their own 
patients being helped. 

^m^^^^- °»y .question is, though, what is happening in 

San Francisco, Florene, I do not 

Ms. POYADUE. San Jose. 

Mr. Evans. San Jose, and in Boston. Does it nappen in Rock 

Island, IL, or 

Ms. ZiEGLER. We are trying. 

Mr. Evans. I am sure there are professionals here also that are 
trying to do It m their own locaUty, and it is probably an agenda 
Item of the Council for Exceptional Children, but does the AMA give 
this the same level of attention? That is one of our big concerns. 
How do we get them involved at a national level, so that it is not a 
piecemeal local concern done on a local basis. 

Ms. Zkglek. What parents have done for years in education and 
every other area, you know, we circle the wagons. We come in from 
even; direction. One of the things that Betsy succeeded in accom- 
plishing thisspnnt was cooperating with the regional office of Ma- 
ternal and Child Health in the New England region, and sponsor- 
mg a day-long conference for parents and professionals who are 
dealir^ with families of children who are on ventilators or respira 
tore. You are probably familiar with the problems with Medicaid 
and a whole lot of thmgs that interfere with getting those children 
out of hospitals and into their homes and developing quality care 
withm the home; that conference was attended byTl believe, 140 
health care professionals, including pediatricians, orthopedic spe- 
cialists, nurses, social workers, from throughout the New Enelaod 
region. ^ 

It was a very important first step. It was cosponsored by the fed- 
eration, which IS a parent organization, and the regional office of 
raatemal and child health. That is another way of 

Ms. PoYADUE. I would like to add that California is holding its 
tirst parent profeesional collaboration conference May 8, 9, and 10, 
and we have included the health professionals in that. 

Mr. Evans. Thank you, Mr. Chairman. 

Chairman Miller. Thank you. 

Steve, how many attendants have you had? 

Mr. Brees I have no idea. Literally. I— let me see. I have lived 
independently since 1972. It is now 1985. 1— my guesstimate would 
be somewhere between 30 and 40. 

Chairman Miller. And, that is not unusual? 

Mr. Brees. That is not unusual. Sometimes people will work with 
me for 3 or 4 months only. But, what often happens is that, you 
know, I will put an ad in the paper and the nonprofessional person 
will want to work for a week and then leave. 

Chairman Miller. That is the biggest barrier to stable care? 

Mr. Brees. To what? 

Chairman Miller. To stable attendant care. Can you achieve it' 
Mr. Brees. The biggest barrier for me. Well, for me, personally, I 

have experience training people. So, training is not the problem for 

me, the problem for me is money. 
Chairman Miller. Money? 

Mr. Brees. The problem for me is— again, to make enough work- 
• ig in order to pay people to get me to work. 
Chairman Miller. I want to lhank all the members of this panel. 
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In my 10 years, these two panels have delivered and described 
about as good a cross section of the problems that families encoun- 
ter that I can recall. I think that it provides a wonderful opportuni- 
ty to start thinking about how we go the rest of the way after 94- 
142, now that we have extended partial services to families and 
families now understand the difference in life with and without 
services. We should learn from the manycost trade-offe that can be 
accomplished, such as in your program, Florene. 

I would like to know what percentage of those parents would 
have turned to out of home placement for x'lieir children had they 
not had some kind of support network? That is the kind of evidence 
we put together before writing the foster care bill. Maybe ic is the 
kind of evidence we ought to start thinking about again, so that we 
can use resources in the most efficient manner, whether for attend* 
ant care or day care. We have got to do this kind of analysis with 
respect to the handicapped commimity. 

Thank you very mucn for your time. We have had a great experi- 
ence here tliis morning. I want to thank the Ck}uncil for Exception- 
al Children for helping us. For those of you who stayed the whole 
boat, a special thanks. 

The record will remain open. I am sure there are some parents 
and some educators and professionals and others out here in other 
fields who would like to contribute to this body of knowledge. 

We would invite you to do so. We will hold the record open until 
May 3, and, again, thank you very much. 

With that, the committee stands adjourned. 

[Whereupon, at 1:05 p.m., the committee was adjourned.] 

[Material submitted for inclusion in the record follows:] 

Prepared Statement of Cathy Cook Childers, Parent of a Child With 
DiSABiUTiES, North Carouna 

I appreciate this opportunity to share information regarding the stresses and chal- 
lenges facing parents of children with disabilities. 

Prenatal oxygen deprivation resulted in my son's profound mental retardation, 
cerebral palsy, uncontrollable seizure disorder and blindness. Christopher, now 
three years old, is a very valued, loved member of our family. 

A most difficult experience for parents is receiving the news that their awaited 
child has a serious disability. This situation is even more unbearable when presenv- 
ed by medical personnel who lack training and sensitivity. While we were fortunate 
in having a pediatrician who informed us of Christopher's disabilities and abilities 
in a caring, supportive manner, I have met many parents who were devastated by 
this experience. 

Medical professionals need a greater awareness of the impact of a child s oisabu- 
itv upon the family. A program at the University of North Carolina— Chapel Hill 
Medical School, coordinated by Claire Larch, requires pediatric residents to have 
handson experiences with children with disabilities and to role play situations such 
as informing parents of their child's disability. Mandatory training of a comparable 
nature for 2l medical professionals would enable them to better understand parent 

In addition to the emotional stress, new parents suffer frustration and a feeling of 
overwhelming inadequacy due to a lack of vital information. I sought resources and 
information from the very beginning, but did not learn of many available services 
and organizations until months later. Other parents have related that years passed 
before they received appropriate information or services. 

Effective, expedient sharing of information could be improved by the development 
of a standard packet, readily available to medical professionals for prompt distribu- 
tion to parents. This pack should include fact sheets about specific disabilities, 
lists of resource organizations and available services, and simple explanations of the 
dl8{>bled child's rights. 
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I am personally involved with The I. +«ning Parent Program, a service which 
^r^rn^H"*" *^ and tramed ^nts of cS&iUiSuiSn 

^h.il^^.r^''TK*'°"*^u'"PP*"^ P"="«^ information. New parents quicUy 
^ri»l??»'*v r**? '^?*-^" you're^ tte)ugh^ 

"5"^"^ ^"^^ desperately needed by families of young children with 
dis^ihties include early mtervention and respite care program! ArTin-home inter- 
vention service, initiated when CSiristopher wis two monttSTp^^ed SS^te 
to assess his needs develop a stimulation and physical therapy p^S^ram aLd t^ 

2^^^L*^?^l24-hour a day responsibilities of C3iii8topher's care. SurSie 
assistance of respite providers, we would have been unable to leave our home to Mr- 
form even the most basic household errands. ^ 

cImJ^w^ ^^^^'f ^ «t Piedmont Residential Development 

Center (PRDO an mtermediate care facility for ten non-ambulatoiy chUdren with 
severe djsabUities. Dei^ite our knowledge that this facih> couW better Sefte 

"T"^'":" and therapeutic services that diriSophw ney^Ttt^ 
as on to seek placement was mdeed difficult PRDC is a unique facility oSrimr the 
to^^fSt^tv community mvolvement in everything from s^utslS^h 
to atWetic teams whUe allowing them to reside within twenty miles of thekps^ 
^'^P'?" receive the medical care that his pSu (UflibS 
te?MSart «''P«"«n'» as normal a chUdhood as possible including daily paren- 

• residences such as PRDC can in no way be rivaled by lamer 

mstitution^ settings apart from the chUd's famUy and coLnunitr^o^gnu^ 
h^„?'^"iiT'f",''^ difficult, it can not compare with the^Tof pS who 
have no residential alternative but the mammoth facility houre away^rtrongly 
enTbiro"ther"S~n ^"^'"'^'y !«d ^a^^ Liviug^Amendment^ wWcra 
in ?hf i'^^Si'^^^ ^'^^^ needed services 

As I prepare for Christopher's unmediate future, I face a fight for his basic rieht 
tiZZ restrictive enrironment^pft^ W 

Sh^Tlt^''':^ ^^r. 94-142 and Section 604 of the RehabUitation ArtX loS 
«vf^^^ r maintains a totally segregated school for chUdren with modeiX 
to «r,nnd- ? Jr^"V^ retardation. All chUdren with disabUities have the righ 
to an appropnate education with their non-disabled peers and the right to relat^ 
servic^ to enable them to benefit from this educati^ such m ph^ical thlraSf 
h'I^Iv"" Yet parents across the nation face inJuSnteblTob: 

stadw daily in accusing and understanding these rights for their children. 

w,wt,rt"lr^'^r' '^^^^ ^" °nJy government and citizen in- 

A .^"^^^^^ ^4-142 and Section 604 must be more strictirmon" 

Sle nare^te"^- P^'^''^ draining regariing these laws and adv(iacy technTqu^ 
X u ^^a""'^^ effectively seek the maximum educational opportunities. 

^te'J^S^o'^l""''' 'y^'*'" reimbursement of attorney fe^ to par- 

ents with mentonous court cases. j w yai 

^IJT^^^l^J ^ ^}}^^ the following can diminish or alleviate much of the 
stress faced by families of young children with disabilities: 

(1) Improved medical professional training. 

(2) Timely availability of information. 

(3) Linkage to other parents. 

(4) Early intervention services. 

(5) Respite Ca.-e. 

(6) Community-based residential facilities. 

?q\ l^f^^ °f ^^®r^I"!?""*ty ^^^^y Living Amendments. 
(8) Enforcement of PL 94-142, Section 503 and 504. 

1 and other parents in North Carolina stand ready to assist your committee in 
any manner in achieving our mutual goals ^-ummuiee in 

for^i^ilrpn!^^^^^ ^"^"^'"^ opportunity to express these concerns and 

tor your attention to these issues. 
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Team op Advocates 

FOR Special Kiw, 
Omnge, CA, Apnl 26, 1985. 



Congressman George Miller» 

Select Committee on Children, Youth and Families, 

S85 House Office Building Annex 2, Washington, DC, 

Dear Congressbian Miller: Thank you for your letter dated April 15th asking 
for written comments regarding "Families with Disabled Children." We are encoun- 
tering a drastic decrease in the provision of services to families who are tryinffto 
keep their children at home. Although facts substantiate this is the most cost emo* 
tive method, in reality the service systems which are suppose to be providing sup- 
port services to enable this concept, are not providing the needed support 

Regional Center of Orange County's migor portion of their budget is spent m the 
areas of our home placement and related services. Respite services for in home cli- 
ents have been neglected and money has been reduced in this category, in relation 
to clients served in home. To my dismay, we encounter this apnpy's priority is pro- 
viding out of home placement and relatiEd services. In home clients are not a priori- 
ty. 

California Childrens Services has been reducing the amount and time of physical 
and occupational therapy services provided to in home clients for the past several 
years. This is placing a tremendous burden on families who trying to secure 
these services privately. Therapy services are now J40/hour in our CJea. Manv 
people cannot afford the premiums on insurance policies for a pre existing disabil- 
ity. 

AB 3632 was recently passed in California "mandating" local Mental Health 
Agencies toprovide necessary psychological services to children in public education 
programs. This bill also "mandates" CcS to provide all children with an evaluation 
ana provision of physical and occupational therapy services. In reality, this bill will 
allow for less children to be servea. Prior to passa^ of AB 3682, education was re* 
sponsible to vendor out services they did not provide. Each of these agencies have 
stated throughoat the years, "We do not have necessary funding". 

Please be advised necessary suppoAt services must be provided in order for par- 
ents to maintain their disabled children at home. The rate of out of home placement 
in Orange County has increased drastically (statistics provided by Department of 
Developmental Services). I believe this is directly related to the lack of neceesanr 
support services bein^ provided by public agencies. I also feel another look should be 
taken at the financial responsibility portion of parents for utilization of public agen- 
cies. The rearing of a disabled child is much more costly than that of a normal 
child. 

Thank you for this opportunity to address this important issue. If \ can be of any 
further assistance please let me know. 



Hon. George Miller, 

2J^22 Raybum House Office Building, 

Washington, DC. 

Dear Congressman Miller: It was a unique and warming experience to hear you 
address the Council of Exceptional Children plenary session in Anaheim last month. 
I enjoyed hearing a congressman rail for family values and warming to the intellect 
to know there are counter forces in this country to the squeeze, rut, and trim men- 
tality for all domestic progra-ns as evidenced by the present administration. There 
must be a counter force to those who would write blank checks to General Dynam- 
ics and General Electric charging for household pets to take airplane jaunts with 
their owners. 

I am writing because I hope to have this added as testimony to the Select Commit- 
tee on Children, Youth, and Families of the United States House of Representatives. 
I bring a unique perspective to your deliberations. I am minimally involved with 
Cerebral Palsy. I worked for ten years at Central Valley Regional Center for the 
Developmentally Disabled in Visalia, CA. I am presently a doctoral student in Coun- 
seling Psychology at the University of the Pacific in Stockton, CA. 

My testimony to you comes from pomeone who has felt the sting of discrimination 
at work for not being able to motorically stay on top of paper shuffling responsibil- 
ities. I speak to you as someone with an awkward gait who knows what it is to feel 



Sincerely, 



Catherine LaMarche, TASK Director. 



Stockton, CA, May 1, 1985. 
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the sting of peer rejecUon. and I know what a patchwork, or mine field of social 
agencies exist for frantic parents to keep "special children" at home. This to main- 
oS^D.t^^T"** of mainstreamed activities whUe input from different professional 
groups about your special chUd" has a parent going five different directions at the 
same time. I have teen a professional giving advice to many sets of distressed pat- 
ente about not likable alternatives in those circumstances. i«r 

foither than continue with these generates and establishing my credentials, 
permit me to get specific about the testimony of many of the individuals making up 
w a professional. I need to warn you about the objertiW^rf par- 
ents testimony. My heart and gut rend and wrench for some of the drcumstan^ 
« Jr '^"^ depending on the severity of the handicapping condition, many 
^^^V^u^'^uT^h^^"' <l«»adriplegic severely retarded child with a heart 
w^.^^^Vf "° choice m the community other than state hospitalira- 
tion because of the special care needed by that child. 

In Mrs. Beverly Bertaina's case, the issue needs to be addressed as to how many 
TT^ ^ '''"^ " Sebastopol, CA, Tie Siding, WY. or in Cooperstown. N. Y. when 
rt^,^,!!,!^. f servicuig Doesn't it make more sense to have smaU facilities. 
ft«d capacities of six to ten) m Santa Roea, CA, Laramie, WY, or/and Albany, N.y! 
i,n« 7nL^r° S2? personnel are not tripping over each other making 26 

mile, 40 nule, or 100 mile tnpe to service someone. The parents, school districts, and 
the di^n©^^ agencies can make accommodations each giving somewhat to meet 

In terms of Ms. Mary Short's issues, it seems that financial responsibilities of that 
aDsent parent were or a permanent eventuality. Possibly something could be done 
Revenue Senric* tax code to permit credits for parents whose chil- 
S foTlifa Sh^rt ' °'' ^P^*^'^ services. This might at least assuage some of the 

nf'i?J„^-''™"l^ TumbuU was indicative of the giving or attractiveness 

'"a"*,**'^ ° u^''''^ "•'^ Lawrence, KA, but how do yo^ mandate that^ 
you^ it"'' ^*'""^' neighbor may not care what you do or how 

I found myself ponderously engaged in the situation of Stephen Brees, where soci- 
hivffol? T^.T^^ to the physically handicapped. The overriding one I feel, 

should not compete for jobs with "able bodied, John 
flD^L?.^,^fw.Il*^^ All apologies to the deceased, but the 

fX^T^? of health, stealth, stamina, and youth are very operative in this coun- 
IZ^' 'J°*4"ractive as a policy maker, do yoa make it for the Stephen Brees' of 
Jintf? ■ ^ f rhetorical question. The support systeui, financial and emo- 

fnrTf hlf in M ^°^L^'?- ^- ^ "^ake sense firancially 

for It te in place? Maybe, the thing to do for Stephen is to permit him to struggle 

-n^/f^X^^'^ru- Pf°f^«'2«l- If he doesn't make it economi^ly. helould ncTte 
penalized with his loss of Supplemental Security Income and his Medi-Caid should 
to wwk adventure and cost for putting himself on the line in tiying 

Lastly, in speaking to the issues developed by Mrs. Florene Poyadue. I say bravo 
^o'n^?n T-f f^^u i*"^ community, state, and country to address her vested 
f^o,v "cV^^ii U M P?''®"^ ^ objective in speaking to the concerns of 

lilV special children . don't necessarily assume all of the heat applied equals 
nlL handicapped don t need falbe prophets. For those communities who set up 
S^olf ^ 1°" ^uV ^'i.d«»PPed, provide them grants and start-up moneys for pro- 
gram^ But. what will happen to the needs of her constituents when Florene burns 
^r«nf,nJ^: * movement reaches a plateau? When the superstructure of the 
t!^^ ^ ■ i ^ care of the constituency meets the needs of an organiza- 

tion, who IS left to meet the needs of the disenfranchized' ur^aniai 
«Jp§"^i» ^ message is. organizations have a purpose and CEC certainly hafi pro- 

n^ o?th.?.,7iH^n"°"'^'"fu ^ 'P''"^" f""? P"^"* "P «P««king to the 

°[tne children or do they serve more the needs of the parents? 

iJ!^ • Jl T' T'^ °f " rambling discourse, than a response to the 

Sto „^»?ln^ ^7^^.^^^°^^- Nevertheless, I telieve it sufficiently fo- 
Cn-^ dehterations, tefore writing any bills to eventuate from this 



Thank you for considering this input. 
Sincerely yours. 



WiLUAM G. Palmer. 
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Garden Grove, CA, April 23, 1985. 

Re; written input for hearings. 

Hon. George Miller, _ „ , , „ ., nrr- o u 

Chairman, Select Ck>mmittee on Children, YoutK and Fumtlus, House Office Build- 
ing Annex No. 2, Washington, DC 
DEAa Mr. Miller: I am the parent of two daughters and two sons who range in 
age from 27 years to 10 years, our youngest being a son who has severe brain 
damage resulting from cytomegalovirus causing profound mental retardation ana 
multiple physical disabilities. Robert is nonverbal, nonambulatory and requires total 
care in all areas, including self-help sldlls. , 

Robert is small for his chronological age which makes it p^^le for us to contin- 
ue to care for him in our family home. As he continues to grow and become more 
difficult for us to physically handle, it would be beneficial if we could depend on 
having available to us, n eaning hio father and myself, some in*home support serv- 
ices such as a person who could assist with some of the lifting at baoitmie, and ^ao 
give us an occasional break from the bathroom routine as well as the 
feeding responsibility. A person who could come in for, perhaps, four hours a day, 
five days a week from 4:00 P.M. to 8:00 P.M. A break from the daUv home program 
of physical therapy would be helpful. This type of assistance, fUnded by or resources 
developed by Regional Center of Orange County, would make it possible for Rotwrt 
to remain in our home for many more years at much less cost than if we found it 
necessary to place him in an alternate living situation. 

Respite comes in many forms other than having a person come mto a home to 
allow the parents to leave the home, or taking the disabled child to a careprovider 
for a certain number of hours. Respite could mean having available many faciliUa 
throughout the County which cculd provide integrated meaningful day care which 
would allow both parents to ^ork if so desired. 

Respite could mean havin- available through the County integrated and appropn- 
ate extended day care facilities which, again, would allow some other pa»«nt to 
work full time jobs and be taxpayers, . ^- 

Respite could mean the availability of multi-level social/recreational acuvity pro- 
grams for those persons looking for activities in which to participate in evenings 
and/or on week-ends, thus allowing more variety and normalization in the lives of 
handicapable persons and also giving the parents some "free" time. 

There needs to be a variety of options of typ^ of respite available to each famUy 
inasmuch as each family's needs are individual, as are the needs of each atypical 
person. Because a child does not have severe medical needs is not to say the stresses 
of caring for that child are any less. Disabilities come in many variations and vane- 
ties and so the needs of the family for a "break" are myriad, thus making it cntical 
that there is a great deal of flexibilicy in the types and amounts of "respite avail- 
able in the community. 

In some instances, if only a certain amount of respite is to be allowed to a fanaUy, 
this needs to be of a cumulative nature as some families can readily handle the day- 
UHiay scheduling of activities a ^d care but do feel the need for a total break from 
the responsibility for several days at a time. In the working world one is given a 
vacation irom work responsibilities for a number of days in each calendar year to 
allow the employee to rest, recuperate and rejuvenate, and the same theory is plau- 
sible when considering the ongoing responsibility of parents caring for an atypical 
person. 

Since caring for a disabled person is a 24-hour a day, 7-day a week commitment, it 
is, of necessity, mandatory to build some "for me" time into the person's life to mm- 
imize the "burn-out" factor. . 

As you are well aware, I am sure, the cost of maintaining a special child at nome 
is about one-sixth the cost of maintaining that same child in a State-operated facili- 
ty. The quality of life can, in no way, be as great in a care facility as it ii» at home 
where the daily activities of a family are more normal and there is greater opportu- 
nity for interaction with typical peers as well fs persons of varying ages. 

Thank you for receiving my input to your Blue Ribbon Committee. 

Sincerely, Carolyn V. Downes. 
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SERVIlfO ASIAH AND HISPANIC PAHBNTS: 
CAUFORNIA INITIATIVES 



Saa Chan, Pti.O. 

Onlverslty Affiliated Program 
Children* Hospital of Los Angeles 



Paper presented as part of a panel on "Reaching Special Parent 
l^l««h?^; T< ^^^ionaX conference on Parfnt?Prof.s;^Ml 
Partnerships, Washington, D.C., Aagast 198*. 
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iBtrotfuction 

Vltbin tb« Si«t« of California, othalo **alnotltl««" oorrently 
eoaprlso woll oror one tbird of tb« popnUtion and by 1990 will 
oollaotlralr rapreaent a aajorltr of tba Stata*a oltlxana 
Thooaanda of naw iaMicraBta, partlonlarly Aalana and Hiapanlca, 
bara oontrlbntad to tbla dramitlo grovtli, Noraorar, tbaaa racant 
iMlsranta ara obaraotarlsad by predoslnantly noa- or lialtad* 
Engllah apaakluf faalllaa with rouns ohlldran, Inolndlnc algnlfloant 
nnabara of eblldran with bandloappluf eondlt: )na« 

Snob population tranda and obaraoterlatloa hara axaoarbated tba 
10L4*atandlnc problaa of snltlpla barrlara wblob inhibit acoaaa to 
naadad aanrloaa and Infonaatlon* Lancoafa \9 pradlotably ona of tba 
aoat alfnlfloant barrlara* Tba lack of lancnaca^approprlata Infor- 
■atlonal naterlala for non-Kng llah apaakinc IndlTidoala la ooapoundad 
hj tba lack of blllninal» blonltnral paraonnal aaonc prorldar asanelea* 
Anotbar aajor barrlar la tba lack of ealtnrallr raa;>onalTa aanrloa 
■odela wblob addraaa ralarant onltnral orlantatlonv and babarlora 
affactlnf aarrlca ntlllxatlon. Non«EnKllab apaakinff Indlrldoala ara 
alao in graat naed of apaolfle Infonuitton oonoamlnf raaooroaa, 
rlghta, and raaponalbllltlaa; anobinforaatlon la oftan Inaoeaaalbla 
bteaoaa of aarllar noted la&saaga barrlara a* wall aa Inadequate 
outraaeb Betbode eiplored by prorlder agenolee (2), 

The barrlere Identified abo^/e bare obTloualy contributed to tba 
underrepreeentatlon of Aalan and Hlapanlc ellente within an array of 
profraM prorldlnf eenrlcee to handlcappad Indlrlduala and their faalllee 
That, correepondlnc priority ef forte to addreee cnltural/llnguletlo 
barrlere hare been generated aaong the aajor State agenclee eenrlng 
ep«clal needa populatlona* The California State Coonoll on Darelop* 
■ental Dlaabllltleey for ezaapla, baa dealgnated "Senrlcee to Bthnlo/ 
Cultural Mlnorltlee" aa one of Ite aajor planning and prografv darelop- 
Mnt priority areaa* ^t ' entlon to ethnic alnorlty concama la alao 
reflected In the Co«prebenalTe Syatav cf Pereonnel Dare lopaent (CSPD) 
lapleaanted by the California State Dapartaent of Education (aa 
required by PL 9^-1^2 regulatlone )• A«ong the "critical araaa** 
deelgnated In relation to priority pre*eenrlce and In-eenrlce training 
needa are **llBlted-Engllsb-epeaklng and non-BngL leb-epeaklng aaeeeeaent 
and Ine true t Ion" and "blllDgual/anltleultural epeclal education** (3)« 
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Thf "critical" nature of such coaccnu If obrlona girtn the fact that 
nail <nrar *00.000 (cr .era th«i 10J{) cf tha apprcxliuttely few .llUcn 
•tudtnts la Callfomla'i public tchocl trttas are cieuaidered "ii«ited 
Bniueh proficient" (LBP) Thna. a.on< the nearly 360.OOO children 

(birth to 21 ream) ntlUaini epeolal education eerrlcea are a elgnlf- 
leant n .ber cf UP etndente (5). Fnrthemore. there 1« erldence to 
Indicate that additional na.ber. of handicapped non- or llalted-toMlleh 
•peeking children are either not partlclpatlm or mbj be leleplaced m 
Tarloua tpeslal education progra^a (partlculntly those for the specific 
leamlBs disabled, speech Hqwired, and Mntallr retarded) aa a result 
cf uudarldentiflcatlca and alsdlafncsls (6). 

Among the prerlcualy described serrlce barriers, the lack cf 
qnallflad blllnfual. blcnltural personnel is particularly oTldent 
111 the apadal aducatlcik syate.. m fact, the acute shortage cf creden- 
tlalsd blUncnal teaciiers and other sohccl personnel haa reinforced the 
significance of original pl 9*-1*2 undates dictating parsnt inTclTO- 
■ent In the process of planning. InplMentlng, and eraloatlng the 
chlldt, education at ho.e, ^t school, and m the ccwmltr. MoreoTer. 
thm rsc-int VI. ps-lQg ane«rt.enta ennport iwnnlnffm inrclTensnt through 
the prcTlslon of appropriate training and luf cr«ttlcn to parents of 
handicapped children* 

Vbl'xe including prcrlslons for the training and sensitization cf 
school personnel m relation to cultural/linguistic factoid and special 
population., the California CSPD further spsclflss the State Isglslntlou 
which calls for coordinated efforts m ths dellTerx of ongoing personnel 
dereloiMnt prograu to educational personnel. Tolunteers and parents . 
Corresponding Infonuttlon dlsse.ln*tlon and technical assistance activ- 
ities include: dlssenlnittlng state, local, regional, and nationally 
reccgnlsad projects; distributing In-serrics training opportunities to 
educational and ssrrlce agencies Inrolred with handicapped children; 
•harlng trainers and training naterlali anong school districts and 
resiooa; conducting special training; dereloplng training aatsrlals 
for statewide use; draining of trainers; and linkage to oiher resources(3 

Infoi^atlcn and training progra«s for ethnic .inorltr parents hare 
thus bsen Tlewed as an essential aeana of proactlng access to needed 
serrlcss as veil as Increased parent inrolrenent In the derelopaeut 
of policy and prograna for children with handicapping conditions. 
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ff oritioal Mt4 for oorr««pondiii< oiiltiirallr/lin<ni«tioAllr appropri- 
purtnt ttminitis aodtlt and MUrialt hAj r«««lt«d In th^ •ttablitlEitnt 
ot f«d«r«l and ttata tupporttd tHoial projaot* vlthin California darin< 
tho past four yoara. Thttt projtott haro oTolTod in a •rstonatieallr 
coordinated and ooqnontial Muanor thronfh ttattwlda planning offorta 
and ongoini rooiproool onpport natvorki oonaiotinf of kar afonoioo 
and orgaaiBatioaa* Th« Mnnor in vbich onoh nodal projooto bara boon 
dmlopad and tboir roopaotiTo findin<« and prodnoto thna Mrlt 
national rooognitlon* 
Minority Ootrooth ProJoot 

Frotootion and Adrooacr* Xno« (PAX) waa aotabliohod U 1979 and 
dooignatod to adrocata for and prottot tha rigbto oi daralopMntalir 
dioablad Calif omiana« PAX vtrriooo inolnda prorloion of inforaation, 
rofarral» training/ tacbnloal aaoiotanoa, and logal roaaarob and ropra- 
•ontation. In 19809 PAX waa mx 3ad a doaonatration grant fro« tbo 
Offica of Hnaan Darolopaant Sorricas for a pilot projoot to prarida 
ontraaob oorriooo to atbnio ainoritr doTalopwontallr dio^lad ponona 
in tha groatar Loo Ang»l»» aroa*^ Vbo roonlting "Ninoritr Oatrraob 
Project" vo* Ittltlr.ljy dirocfcad~t»»iiKr«l coap/abonatr* outrooob /'CtlTltiet 
targating tba Koroan population* Corroopbnding* otratagiao and Mtboda 
vbiob vora darolopod lotor oarrad aa ontraaob nodal* for otbar Aaian 
•tbnic co«mitioo in Loo Angola* aa wall aa oolaotad urban populotiona 
tbrougbout tbo Stata* Pro J tot afforto tban foouaad on idantifying 
contumar noedi and oonrioo barriora and aaana of anhanoing tba arail- 
•bility of relorant rooonrcoo. training waa oubaoquantlr proridad 
for botb oonanura and aorrioo prorldoro in ordar to proaoto knowladga 
of logal rigbto and roiponoibilitiao and to Inproro oonaunor oalf- 
adTocaey ski lit. Ootreaob and training ootiritiao woro ooaplanontod 
hj diroct adrococy •orricao renderod to indlTidual olionto* 

Tbo Minority Outroaob Projoot rocolTOd continuation funding froa 
tbo Adalnio trot ion on Dorolopaontol Dioabilitioo tbrougb Doooabar, 1983* 
Project target groupe were expanded to include Biepanioe and Viatneaaee 
reeiding in Low Angelee County. Since ite inoeption, tbe project baa 
proTided training for epproxiaately 80C doTelcpaan tally dieabled pereozu 
and their faailiee* Correipondlng written aateriali have been Uerel- 
oped and exteneively used in tbeee training aotiTitiee ae well aa die* 
eeninated at tbe local » etete» and national lerale; aaong eucb 
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Mt«riala ia a trainiiMC ■anual entitUd "Samoa Rights and Bntitla- 
Mnt ProfraM Affactlni Oaralopiaantanr Dlaabled Callfomlana- which 
h«« baan tranalatad into Spanish, Korean, and Viatnaaaae. 

PAI haa Mintainad a coaBiit.ent to continna proridin* apeoialiwd 
adTOcacr aanrioea to Aaian and Hiapanio co««mitiea. Tba original 
Kinoritr Outraaoh Projaot haa ainc. been Mnatitutionali.ed- throngh 
Integration of project ohjectiTee into PAI'e threa-year plan and the 
hiring Of project etaff aa panumant aeahers of tha organieation. 
Moraorar, PAI haa enccaaded in obtaining additional funding froa the 
Loa Angalee Connty Derelopaantal Dieabilitiea Area Board to enpport 
continned training of local Aaian, Hiapanic, aa wall aa Black popnla- 
tiona. PAI ia aleo the recipient of a recent Departaent of Edncation, 
0SBH3 grant arard which will eupport a two-year -training-of-trainere« 
project to be deecribad later. 

Aaian and Hiepanic Parent Mncat ion/Training Pro,; !ect 

Since ite eetabliahaent in 1966, the Onirereity Affiliated Prograa 
(UAP) at Chlldrena Heap ital of Loe Angelee haa continued to function aa 
a aajor coaaunity-baaed interdleciplin^r training prograa, characteriaed 
by a priaary eaphaaie on prerention, detection, early ? nterrention, and 
proTieion of exeaplary care to children with handicapping conditiona and 
their faailiee. Throughout the past ten yeare, selected UAP etaff had 
pioneered the derelopment of epecial parent education prvgraaa for 
rarioua Aaian populationa and aerred in an adriaory capacity to the 
PAI Minority Outreach Project. UAP etaff then deeigned a aodel of 
coapreheneire parent education for Aaian and Hiepanic faailiee with 
yoking deTClopaentally dieabled children. The reeulting -Asian and 
Hiepanic Parent Education/training (PET) Projacf vae initiated m 
October, 1985 through a one^ear Prograa Developaent l^md grant 
award from tha California Departaent of Derelopaental Serricee. 

As the firat etatewide prograa of ite kind, the PET Project haa 
tvgetad non- and liaited-Englieh epeaking chineee parenta (in the 
Sar lYanciaco and Eaat Bay areaa) and Korean and Spaniah-apeaking 
Pwrente (in the Loe Angelee area) to fora dietinct ethnic parent 
froupa. Priaary participante in the prograa are parente of derelop- 
aentally diaabled children ranging age froa birth to fire yeare; 
howerer, parente of older children (6-i2 yeare) hare aleo been eerred 
at aelected aitee. once recruited into the prograa, parent participante 
are eacU interviewed by bilingual/bicultural training coordinatora. 
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Tht partntt* indlTidval nttds arc Mststcd in relation to intoraation 
ooncaminf tho child** aptoifio handioappinf oondition(t)p Mthoda of 
proaotinc tha ohild'a groirth and daralopaant^ parontinc akilla^ and 
raltTant ooHranitr raaottrcaa. Corraapondinf tanWaak parant adnoation 
proftraaa ara than daralopad and oondnotad in tha paranta* raapaotira 
natira lanfnac*** For aaoh athnio parent cronp^ thaaa prograM inolnda 
anpplaMntary vrittan aatariala in appropriata languagaa and onltorallr 
raloTant odnoational foraata daaignad to inrolTO paranta aa aotira 
partioipanta ea wall aa train aalaotad paranta in tha iaplaaantation 
of aiailar parant adnoation prograaa. 

Approxiaatalr 80 paranta will hava parti oipatad in tha PIT 
prograa hy tha and of tha oooond tan*waak training lariaa to ba 
ooaplatad in Saptaahar at aaoh aita. Aaong thaaa partioipanta ara 
tha "parant faoilitatora* who hara aaaiatad tha trainiug coordinatora 
in daTalopiug and laplaaanting aaoh aaaaion* Tha parant facilitator 
rola la darirod fToa the "Connactiona" aodal of parant training 
which waa origln&xlr doralopad and fiald taatad for Bngliah-apaalcing 
paranta aarrad through tha San Diago IThifiod School Diatriot (?)• 
Tha PET Projact parant faoilitatora bava oach azpariancad a 
autuslly rewarding and productiTO rci^f.tionohip vltli thct pk^^faaaf ounl 
training coordinatora. Vhilo acquiring incroaainglr aophiaticatad 
group facilitation and laadarahip akllla, tha parant faoilitatora 
hara bean inatmaantal in atiaulating participant diacuaaion^ aua- 
taining parant interaat^ aotirating follow*through on Tarioua racoa- 
aendationa^ and craating group cohoaiTonaao which ongandara oollactiTa 
problaa*aolTing» paraonalixod aharing of axparianoaa/ooafliota^ and 
aaotional aupport. Horoorart tha parent faoilitatora hara daaon«- 
atratad initiatira in proriding guidanca and aupport for paranta who 
"^radoatad" froa tha initial training aariaa and who hare indapandantlr 
dtcidad to continue aeating on a regular baaia* Vhila deraloping 
organizational etructurae and plana for aecuring reeonrcea needed to 
aaintain their educational actiTitiee^ the original parent partioipanta 
bare^ in tum^ joined the eecond-aerlee parent groupa for aeleoted 
808 ei one in order to ehare expert iee» ezperianoee^ and proTide addi- 
tional aupport to the new partioipanta. 

Eraluatlon of indiridnal participant a outcoaoe baa ri9ld9d 
aiailarly poeitire findinge. Significant aaotional^ attitudinal^ 
Aduoational^ and beharioral changee vera reported and/or obaerred 
aaont nearly all of the partioipanta. While acquiring iaprored 




83 



p«noiiAl copinc, parcntlnf, and adrooftcr akilla, mmnj partioipoiita 
•needed in orarcoaXnc Tarying X,t«1. of .tifM, mh^m^, i.oUtion 
wbioh th«r preriOMly «p«rl«noid «• paranta of diaableti children. 

In eraluatiJif the progrea, pertioipanta hare donaittentlr pre- 
aentad poaitlve faedbaok in relation U both cttrrioulaa forwit antl 
oontaat. Ther hare generallr found the infonation rtceiTed to hi, 
reietrant and praotioal In aeetlnK their neada. Mdre apeoifio partic« 
ipant input has been inoorporatad in tha rafineaent of project train*- 
ln« Bcthodoloflaa and aaterlala for each ethnic fronp. The final, 
detailed projeot report will be conpleted in NoTeaber, 198%, A 
training golde and cnrrionltm nateriala will alao be publiahed for 
atatawide dlaaeaination at that tine. 

The projeot win further offer continued anpport and teohnical 
aaaiatance to |>arenta and aeiected bilin«ua?./bicultural proTldera 
who hare participated in the prograa and reoelTed training aa 
parent trainera. Such training will hare been conducted throughout 
the prograa and suppleaented by an intanalTa tvo-^day training 
experience prcrided through "Projeot TOT", 
Projeot TOT 

la 197b, a ooanlttee of parenta and profeaaionala froa Loa Angelea 
County Regional centere for the Derelopaentally Diaabled aponaored 
the firet "Pleeta Bducatira^ an educational conference for Biapanic, 
Spanieh-apeaklng parenta of deTelopaantally diaabled children. The 
Fleata anbtequently erolred mto an increaalngly popular annual 
erent and, in 1980, aenred aa the foundation for the incorporation 
of the State Hlapanio Council on Oerelopaental Diaabilitiea - an 
organisation referred to throughout aiapanic ooaaunitiea as the 
"Conoillo". TLe Conoilio now aarrea aa a atatewide network of 
antonoaoua Biapanio parent adrocacy groupa dedicated to education and 
tralniis actlTltiea deaigned to atiaulate leadarahip, profeaaionaliaa, 
and pav tioipation in tha derelcpaental diaabi.itiaa aerrice delirery ' 
eye tea. 

In continuing to eponaor the Pieata Educatira, the Conoilio 
preaented a trainlng-of-trainers aodel for Biapanio parenta during 
the nationally recognized "Pieata EducatiTa •82". Thia aodel aerred 
aa tha prototype for the proposed Project TOT (Training-of-Traiuera) 
which wae funded by the Organisation of Area Boards m California 
for the period of Koveaber, 1983 through Septaaber, I98<i. Project 
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TOT WM d«iisn«d to ••tabliih local t raining -of- trainero prograM in 
■is distinct goofrai»bio oomnnitioi with high conoontrations of 
Blis»anioo and oolootod iUian othnio populations* 

Each local TOT prograit io Initialljr directed toward the ident- 
ification and recmitMnt of a teaa coneieting of prirary and eecond- 
ary consiiMn aa veil aa proridere of deTelopnental eerricee* Theee 
teaa mnibwru then receiTe group training in coMunity reeouroe identi- 
fication^ acceieing the eer/ice deliTery eystea^ adTOcaoy ieeaee^ 
networkings and group organisation techniquee* Upon completion of 
the initial tsas training » eacb tsa» Msahsr is thsn expectsd to bsgin 
training othsr saall groups of parsnts and consnasr advocatss in 
thsir hona coaaunitiss* 

Project TOT has receired considsrahls technical assistance and 
consul tat iTe support froa the Special Education Beeource Ketwork of 
the Personnel DsTslopaent mt (Office of Special Education^ Cali- 
fornia State Departaent of Education) in addition to eupport froa 
other state sf wsll as federal agencies » regional csntors for the 
derelopaen tally dieahled^ local area boards » public schools » and 
nuaeroue prograas eerring deTClopaentally disabled children and 
their faailiee. The enlietaent and coordination of euch eupport as 
well as the formation of adT'sory coaaittsee in each coaaunity serred^ 
illuetratee the Concillo*e and project etaff*e eignificant capability 
in the area of systeas accsss^ resource utilization^ and interagency 
networking. However > teraination of project funding in Sspteabsr^ 
198* will rsquire indiridual trainere and participating agenciee to 
deaon^trate initiative in training other parente and coneuaer adTOcates. 
The lack of ongoing project eupport and systeaatic coordination of euch 
efforts aay contribute to rarying lerele of succsssful follow through 
and possible fragaentation or ieolation aaong original teaa aeabere. 
The newly dere loped "Multicultural Training- of -Train ere Project" was 
dssigned^ in part» to reduce euch problems by aeans of fonsally 
establishing and aalntaining parent-profeseional partnerships in the 
iaplementation of a ,wo-year statewide training-of -trainers progroa. 

Multicultoral Trainiag-of-Trainere Project 

The Kulticultural Training -of -Trainers (MTOT) Project represents 
the culmination of several years of andeavor which has contributed to 
the deTelopaent of collectire expertise and epecialized resources hy 
Protection and Advocacy » the University Affiliated Program, and the 
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■hariBf , •p«oi»ll»«* trainlngf uaA atfrooaox nttirorlM. Durinf th« 
■■ooad projtot y«ar» thiii traittln* r«iottrc« drrtlop^nt Mth- 
odologitt will b« •xt«nd«d to ••lto«*d lUck popttlatioas in Ia9 
Ani«l«t a« v«ll M iBdocliiiiM* cOMUttitiot la Or«a<« aad S«a Dltfo 
oonatlM. Throughout •«* of tho aboTo onaimTor*, project otaff 
will bo fuldod hr * fOToralng oonnlttoo oa whloh a ■ajorlty aro 
pATonto of hMdicappod oblldroa and rwth who royrooont Tarlow 
paro&t grottp* and ooalltlaM within tho Statoj ooMdttao Mhoro 
will alio iBOludo appropri-\ta aionor roproomtatlTOO and profoooionalo 
in tho fiolda of tpooial odnoation and rolatod tiirrioot* 

ConolmioB 

Doopita thoir hiotory •»* rolotiro ouooooo, tho California initi- 
atlTOO hara only bagnn to addrooo tho nooda of ooloetod othnio ainoritr 
popalationa. Short-torn doiwnatration projocto haro oorvod to foona 
attontion on thooo popuUtiona and to fonorato a oollootiTO aoMntva 
anonf partieipating asoncioo and organisationo aa woll aa coalition 
hnildinf aaoni othnic nlnority groupa - particularly Aoiaaa and Blo- 
panlco with diitinct laninaga notda. HowOTOr^ o.-:pandod and tustainod 
coMitnont of rooonrcot to of foe tiro ouiroach, training, and torrleo 
■odolo auat occur aaong Mjor Inatittitiona nandatod to torro handi- 
cappod childrtn and thtir fai^lioo. 

In tha Montlaa, othnic Minority parontt and ooHmnity adTOOmtoo 
■hould bo oupportod in tholr offorto to dOTclop forMl/infonwl 
■upport notworka and organitationa. KorocTor, cpportunltioo for 
linkagoo with othor Bi^or parant croupo aro nocoooary. UltlMtoly^ 
tho goali of "paront Inrolro^nt*, "parant poifor" and "paront/pro- 
faooional partnorahipo" will o«orgo aa oithor looo throatoning or 
■oro than idoaliotic, hut poorly oporationaliaod logal Mndatoo. 
A ccnatructiTO^ dynaaic prooott of cw uiil cation and collaboration 
aacng tho dirorta IndlTidnal* who paront and oorro handicappod 
childron 10 challOBgingj yot woll worth atruggling for. 
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MTOT 
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PROJECT fOCOS 

(») bttttr undmtand the Mturt and nMdi of thttr child's hwKiicipping conditions; 

(b) provide follw^Hip support for thttr child's tducationil programs; 

(c) convnunic«ttiw>retff«sh«lywithrtUt«Jproft«lon»btndiwvlc«pw 

(d) pMicipatt in educational d«astorwnakin8proG«ats; 

(a) obtain infofmation about v^lable prograim, lervloM. and resources and their relatnre appropriateness; and 



^ T'Sflf i2La!?^ ^ derigriat. a iUff member who will serve as a member of the parent-proyider 

teara In th« «padty the agency rapresentaiive will be required to attend an (nttial three^v trainiiworMM^L^^ 
•ub»c^ie^^ foilomip trying seseione (on. per mSith) for a siTSorth period^ TSf^^W^tSS^^ 
•nd/or approprlatt tgency staff should also be evailable id provide limited (up t6o^hoi,rDSr^^\ SninZ!^ 
coneultatKKianda.sl«aocetoth.p««,ttMmmembtra.theyd^ 

i^ENEFITS 

* linpro««diia(fptnRtoaniniijnic*tionandcao|»ration 

* Enhmad ntf iMiMilp traMnt iMk 

* SSaUT^ " """"^ ""l *• "•%*» lin<it«l or non-EnglM, 4>«kin« Mhnic n.inoritv 
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Prepared Statement of Kay Lambert, Advocacy, Inc., Austin, TX 

Thank you for the invitation to discuss with your Committee stresses facing fami- 
lies with handicapped children. The jBsues you are examining are important to us 
and ^e face them every day. Advocacy, Incorporated provides a variety of services 
both for people with disabilities and their families. We are a non-profit corporation, 
created in response to Federal legislation, to protect and advocate for the legal 
rights of Texans with disabilities. 

Though we serve all ages and handle a variety of problems, the mcyority of per- 
sons who come to us for help are families of school-age children who are having 
problems with their child's education. To respond to this need, we have a separately 
funded parent training propmfi that trains parents statewide to be more effective 
advocates for their disabled child. It is this perspective, from several thousand re- 
quests for help, that we bring to your Committee. 

As you can imagine, parenting a child with a disability is stressful in itself. We 
see parents experience a great deal of additional stress because of having to fight 
with their local school district just to get services to which they are legally entitled. 
Ten years and numerors court cases after the passage of PL 94-142, disabled chil- 
dren are still being denied many services specified in the law. Parents with older 
children will tell ub of years of battling with local school officials. Even parents who 
are finally victorious feel wom-down by the process. A word we hear frequently 
from them is "tired." 

Parents who want to be active participants in their child's prMframming still 
often find their input unwelcome. Thev tell us of preparing for an iS* meeting and 
taking in a wealth of information and ideas about their child, only to be told they 
are only parents" and not educators and to see their suggestions ignored. In a prac- 
tice required by our state education agency, there is actually a *'vote" taken at the 
lEP meetmg on whether what the school proposes is appropriate. Parents have only 
one vote. Even if both parents attend, they still have only one vote. Even if the stu- 
dent IS there, the family gets only one vote. But each representative of the school 
u • ^ ^ school personnel that they are ordered before 

the lEP meeting to v^te with the school person chairing the IFF meeting. You can 
imagine how frustrating that is for a parent and how hwrd it is to convince a parent 
it IS worth even going to an lEP meeting when the deck is so clearly stacked against 
them before they begin. 

•^u 1^^* ^® noticing an unmistakable trend toward re-segregation of persons 
with handicaps, even the re-opening of segregated campuses. Our state as a whole is 
expenencing a financial crunch as a result of declining oil and gas revenues. Funds 
for education, as for all other services, are being reduced. Unfortunately, the re- 
segregation of handicapped students onto one campus is seen by some administra- 
tors as a way to save money. An increasing number of parents are calling us for 
help in fighting this pure discrimination which seeks to repeal the very baws of PL 
94-142. 

We see a refusal by schools to individualize services. Some youth, vath only a few 
years of public school eligibility remaining, could make great strides toward inde- 
pendence it the program concentrated on their specific neeus. But schools will not 
individually tailor a program, as PL 94-142 requires, and orecious time slipp away 
with youth in predetermined programs irrelevant to their future. 

In Texas there is ttill little support for summer programming. Schools simply say 
they cannot ^ord it. You can imagine ihe frustration of a parent who knows how 
far their handicapped child cou'd go if only the program contirued tc build month 
after month, but instead they see their child slip back with skills lost during a 
three-month gap in service. Simikrly frustrating, Texas has a few early childhood 
programs, which niake an enormous difference in the life of handicapped infants. 
These services stop when the child turns 3 and Congress intended for PL 94-142 to 
pick up at that point But in Texas, the state education agency keeps PL 94-142 
from being ::vailable at age 3 unless the child was 3 on September 1 of the current 
whool year. Literally thousands of children get an invaluable head start then st^- 
nate for up to 12 months at the age of 3 waiting for services to start again. 

Texas is growing in population and we see terribly frustrated parents move in 
from other states where their children were making progress and find the local 
school unable io provide a program for their child. Instructional personnel often 
simply claim that they do not know how to teach certain skills to certain types of 
children. The comprehensive system of peraonnel development ordered by Congress 
so that promising educational practices would be acquired and disseminated to the 
local level cannot be found in our state. How frustrating to know from experience 
that your cnild can be taught effectively in one state, but not in another. 
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The understandable reaction of many parents facing services that are less ttian 
they know their child needs is to offer to help and ask to be trained in wnat tney 
can do at home to supplement the school program. In our experience, most of these 
requests are refused by schools. , , . ^ „ ^ r ;«o^^tio*^ 

Some parents who know services can be better, and will not settle for inadequate 
local efforts, send their children away from home to prograins that they Imow will 
make a difference. Yet we see the terrible stress that puts the familyunder when 
the "price" for an effective program is to separate parents and child. OftenparenUi 
cannot afford these private programs for long and then face the stress of economic 
hardship or of bringing their child back to the inadequate pubUc program and 
watching the child regress. , . . *i. i i «r 

Parents of older children are extremely concerned about the lack of transiUonal 
services from school into community In fact, quality community programs are 
scarce and pooriy funded. Texas still has an amazmg 9.000 petsons m state 
"schools" for the retarded. This includes 2.341 school-age children and youth. Par- 
ents who have worked hard to make PL 94-142 work for ttieir child oRen find them- 
selves the parents of a 22.year old with no place to go. Worse, some schools try to 
discharge handicapped students at age 18 and tell parents thejr have to find services 
elsewhere. In fact, transitional and other services oRen require the involvement of 
agencies in addition to the education agency; yet <>"r state education ^^^^^ 
refuses to negotiate the interagency agreement mandated in PL 94-142 and parents 
have to go on their own. agency by agency, trying to piece together appropriate 
services, rearing that the future after school age may offer notMnjr and that you 
will be alone looking for services, is very stressful and discouraging to a parent ot 
even a very young child currently in a quality program. ^ , *u * 

In summary, we do not see the partnership between parent and school that U>n- 
jrress intended. We see families of disabled children stUl havinp to fight for services 
that Congress has said they are entitled to. We see them burning out trying to in- 
stantly monitor those services that they do get. We see parents who receive a httle 
training and support make significant gains for their children; but we would rather 
see m»e school districts willingly providing services and the state eduction agengr 
aggressively pursuing those who don't We see parents heartbroken because Iheir 
child is not getting enough programming to make a difference. We see even those 
parente who get a strong education program developed for their child afraid .ttat 
when grows up the community in which he has been tramed to live will have no 
services or will even pass zoning laws to keep him out. We still see state schools 
for the retarded totally segregated with no contact with the nonhandicapped. 

We know the solutions are not easy, but Congress entry mto this area 10 years 
ago has given us laws we can work with. We hope this information and perspective 
will be useful to you as you make your recommendations. 

Prepared Statement of Elaine Hirsch. Chief. Disabled Pkr^ns Advocac 
Division. Office of the Ilunois Attorney General Neil F. Hartigan 

Mr Chairman, members of the Committee: On behalf of Illinois Attorney General 
Neil F. Hartigan, I appreciate the opportunity to offer some responses to the tcpic <M 
today's hearing. Two years ago the General Assembly of the State of fllmois charged 
the office of Attorney General with the responsibility of providing advocacy servic^ 
to disabled citizens of Illinois. To implement this responsibility. Mr Hartigan estal^ 
lished a Disabled Persons Advoc-.cy Division. The Division is the only one of its kmd 
to raise the issue of disability rights to the status of a full-fledged division in any 
Attorney General's office. „ , „ - ^ r ^ -.u*. 

Advising the Divison are a Consumers Task Force comprised of 40 persons who 
are recognized experts in their fields of disability and a Lawyers Advisory Council 
comprised of 40 attorneys who have recognized expertise in one or more areas ot 
disability law. The advisory group members each belong to one of the following sub- 
committees: 

—Accessibility. Transportation and Voters Rights 
—Education 

—Employment and Vocational Rights 
—Health, Mental Health and Insurance Benefits 

—Housing, Zoning and Deinstitutionalizatioi. . r » j n « 

—Legislative and Regulatory Development. Legal Services for the Poor and U)n. 
flicts of Interest. . . ... » 

Issues for the 1980'8 for families with disabled children are many and diverse. In 
the area of education, we have seen great progress due primarily to the passage of 
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the Education for All Handicapped ChUdren's Act (PL 94-142). Nevertheless, some 
problematic areas continue to exist. Of great importance is preparing the disabled 
student who is leaving school for other endeavors. There are few programs for the 
profoundly disabled student who is not ready for an activity or sheltered work pro- 
gram. In addition to the idleness and lack of purpose this imposes on the student, 
additional burdens are placed on the family when they are responsible for 24 hour 
per day, seven days a week care of their child. In addition to day programs for these 
young adults, other forms of respite care need to be made available to families who 
wish to maintain their children in their homes rather than in an institution. 

I think you can appreciate how your own life would be affected if you could not 
take a vacation or even go out for an evening because there is no suitable care 
available for your child. 

Preparing for work, whether in a sheltered environment or the open labor market 
needs to begin at a much earlier age. 

In addition to better curriculum, institutions who should and could provide serv- 
ices with some modifications in their delivery of services, must be required to do so. 
Parents must be aware of these options and brought into the process at the junior 
and senior high school level. Let me give you an example, one parent asked her 
local school district about enrolling her child in ti.e area vocation^ center. She was 
told the area vocational center does not have programs that are suitable for her 
child. When she asked the area vocational center about the lack of programs, she 
was told they haven't developed them because the districts have not referred any 
disabled students. 

With the variety of needs and abilities of students who are disabled, parents are 
put on a merry-go-round which may or may not stop at the right service providing 
agency. 

It is quite common for many parents of disabled students to be left on their own 
to find the proper program for their child when they leave the public school special 
education program. 

As students approach the age when they leave school, parents are faced with an- 
other series of problems. Housing in the community is extremely limited. Knowl- 
edge of guardianship laws and whether guardianship is appropriate for their child is 
another area of concern. Health insurance becomes extremely difficult or impossible 
to obtain. Employment discrimination still exists at a disgustingly ^ :h level as ex- 
hibited b" the percent number of disabled adults who are unempl ed. Obtaining 
public benefits which might rightfully belong to an individual can L.come a night- 
mare. The Illinois State Bar Association in a public service program stated that per- 
sons applying for Social Security disability benefits can exp^, as routine proce- 
dure, to have their initial application and their request for reconsideration denied. 
"If^ u^®'^ request a hearing to be conducted by an administrative law judge. 

Such a system denies persons who may have legitimately been eligible for benefits 
from receiving them because they assume that after being denied twice there is no 
point in requesting the hearing. For persons who do request a hearing, their 
chancy of being successful increase substantially if they are represented by a 
trained paralegal or an attorney. Persons who do not know this often find them- 
selves unprepared for the hearing and ultimately are denied benefita 

Finally, we must remember that the problems confronting families with disabled 
children often extend beyond the time when the child reaches the age of 18 or 21. 
There are many elderly parents of middle-aged children whose needs and problems 
we have barely touched upon but who we cannot forget as we plan for the future. 

Attorney General Hartigan appreciates the initiative token by this Committee in 
addressing the issues of families with disabled children and ofTere his support to 
your efforts. 



Prepared Statement of Jack Hailey, Executive Secretary, Child Development 
Programs Advisory Committee, Sacramento, CA 

in.iTi^?^"^^?'^^ status of child care services for disabled children requires actfon. The 
Child Development Programs Advisory Committee has reviewed both the need for 
chi d care and the current level of service. Few families with disabled children have 
child care resources which allow both parents or a single parent to work full time; 
few have access to respite care. 

To mitigate these needs and to increase child care services to exceptional chil- 
dren, several actions should be taken to 

— Establish placement priorities 

— Identify and specify tne responsibilities of government agencies 
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^Delineate the responsibilities of private agencies 
— Establish rates and fees for services 
—Assure equity of access 

—Provide staff training to assure the successful integration of exceptional chil- 
dren in proportion to their presence in the eligible population 
Federal actions needed: 

—Insist on equal access in use of federal funds, especially Title XX Social Services 
Block Grants: e.g., any funds spent on child care must serve exceptional chil- 
dren in proportion to their presense in the eligible population 
—Use HHS discretionary grants to fund model mainstreaming and special child 

care programs; collect data and build a dissemination effort 
—Use Department of Education Handicapped Children's Early Education Pro- 
gram funds to target child care programs 
—Tie HHS child care training funds to equal access requirements f'^r both subsi- 
dized care and state licensing 
—Extend the 504 regulations to cover children in child care settings 
—Strengthen and increase child care support services available to job trainees in 
the Job Training Partnership Program; insist that exceptional children be 
served by child care services 
In addition to these federal actions, state and local government must also make 
changes to assure access of these children and their families to child care services. 
The following testimony makes recommendations to government in general. 

The Congress, the Select Committee, and the federal administration can provide 
leadership in part by calling for state and local governments to make appropriate 
changes in their licensing and social service programs. 

Persons interested in these issues are encouraged to contact the California Child 
Development Prt^ams Advisory Committee, 915 Capitol Mall, Room 250, Sacra- 
mento, California 95814; 918-322-8181. 

I. Introduction 

Currently no government policy directs, shapes, or assists a parent's search for 
child care for an exceptional child. None guides the staff development of child care 
programs that enroll exceptional children. Reimbursement rates for care are f rag- 
men tarily addressed in some state's codes. 

Federal and state governments should develop policies to address the child care 
needs of exceptional children and their families. This policy should include the iden- 
tification and development of resources to provide care; the policy should define a 
placement process; and, the policy should establish a reimbursement system. 

A coherent policy in this human service area would increase the availability of 
care, would delineate and promote working relationships among government agen- 
cies as well as among community agencies, and would assure that parents of excep- 
tional and of non-handicapped children have equal access to child care. 

If one approaches this area by looking at one state's numbers and by listening to 
parents' testimony, one appreciates the need for a policy here and for an increase in 
child care provided to exceptional children. The numbers, while incomplete, provide 
an initial needs assessment. 

325,000 California pupils, kindergarten through twelfth grade, receive special 
education services. They comprise nearly 8% of the State's K-12 enrollment. 

18,850 children under five years of age receive special education services 
through Department of Education programs. 
18,736 Developmental Services clients are of school age. 
6,988 Developmental Services clients are under age five. It is likely that all 
school-aged clients and many clients under five receive some form of special 
education services. 

Parallel data from the State Office of Child Development show that 2,769 in- 
dividuals in subsidized child care were reported as handicapped, in March 1979. 
These chilA-en comprise 4% of the children in subsidized child care. 
Whi!e conclusions must le qualified, it appears clear that exceptional children are 
prop'.rtionately underserved by California's subsidized child care programs. While 
8% of the K-12 student population receives special education services, only 4% of 
the child care recipients are identified as handicapped. These comparative discrep- 
ancies worsen when one looks at services to severely handicapped children: while 
1.4% f the K-12 population are identified as severely handicapped, only 0.4% of the 
recipients of subsidized child care are so identified. 
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The California Department of Education recognized the same discrepancies in its 
1980 Annual Report on Publicly Subsidized Child Care Services. The Department 
wrote to the Legislature: 

the proportion of handicapped children enrolled in publicly funded child 
care centers and homes (4 percent) was less than half of those enrolled in 
the regular school population (10 percent). This finding reveals a serious 
deficit in the child care services available to these children . . . extensive 
research has shown that the sooner handicapped children are enrolled in 
remediation programs, the sooner their chances to realize their potential is 
increased. The expansion of Child Development Programs could, therefore, 
be a real benefit to these children and their families, (p. 57) 

One can estimate parents' needs by looking at employment figures and by recog- 
nizing the importance of respite, particularly for parents of severely handicapp^ 
children. Currently, more than haJf of California's women are in the workforce. If 
the mothers of young handicapped children are to have equal access to employment, 
then child care spaces must increase. Again, extrapolations give an estimation of 
need: if 1.5 percent of the population is severely handicapped and an additional 4 to 
7 percent are handicapped, then parents of exceptional infants and preschoolers will 
need up to 55,000 spaces for child care. Of these children, about 10,000 would be 
severely handicapped.* 

If parents of exceptional school-aged children, 5 through 14 years of age, partici- 
pate in the labor force in the same proportion as parents of non-handicapped chil- 
dren, then up to 130,000 schoool-age exceptional children would need care and su- 
pervision for part of the day. Nearly 25,000 of them would be severely handicapped. 
Further if we assume that severely lumdicapped teenagers require care up to age 18 
or 21, then an additional 18,000 severely handicapped older adolescents would have 
working parents and could well need continuing child care. 

The numbers are, of course, gross estimates. Not all school children receiving spe- 
cial education services were diagnosed as exceptional when they were younger then 
five years of age. Some handicapping conditions only impair children's academic 
progress and are not evident before children attend school. The identification of spe- 
cial needs may come when a child is in school. 

Also, for protective reasons some mothers of exceptional children choose to 
remain out of the labor force, thus reducing the number of child care spaces neces- 
sary. This however, is presently not a matter of choice; rathor, staying at home with 
their child is a necessity forced upon them because no child care is available. Public 
policy should offer this choice. 

The numbers cited above suggest sketchiiy the amount of child care needed for 
exceptional children in order to give equal access to care to all parents who choose 
to work. In addition, parents of handicapped children, especially severely handi- 
capped children, need respite, even if they are not in the workforce Again, about 
1.5% of the population of children and youth have severe handicaps. (Here we in- 
clude children who are severely mentally retarded, severely emotionally disturbed, 
deaf, blind, orthopedically impaired, multiple handicapped, and chronically ill.) Ap- 
proximately 100,000 children, birth through twenty-one years of age, are seveiely 
handicapped. Their parents needs for respite care includt simple sitter services for 
afternoons or evenings, care for occasional weekends, and Provision for week long or 
two-week long respite to prevent burnout. These respite' options serve to support 
parents who choose to care for their children at home instead of utilizing twenty- 
four hour placement services for continuous care. 

To assess the need for care one must also turn from statistics to parental opinion. 
While at work on this testimony, we listened to parente who described their needs 
for care and the positive difference in their lives that child care brings. A parent 
from San Jose spoke with eloquence at a hearing: 

To what extent is a defacto isolation of parents and their handicapped 
children occurring? 

Are women being denied the opportunity to use and celebrate their tal- 
ents, to enter the labor force, to contribute to their families' financial re- 
sources, or otherwise to find a daily respite from what may be a lifelong 
responsibihty? Are children with more than minimal handicaps being 



* These extrapolations call for explanation California's population of 0-4 year olds is about 
1,730,000 If 8% of these children have handicaps and 40% have working mothers, then 55,000 
will need child care. And so forth with other populations. 
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denied the opportunity to experience life outside home and the usual clini- 
cal settinijs? c 
From this parent and others who spoke to the Committee, one get a sense of ur- 
gency. It iy tune for a ^governmental policy which gives direction to agencies and 
promotes the development of resources. 

n. Valubs 

We have identified thi-ee megor values to guide public policy in this arena: 

1 Family unity Lb a prinmiy value to society, and ^eniment policies must sui^ 
port the retention of the family as a unit. Enrf)ling a family to mamtain a disabled 
femUy member at home is part of the governments rspoa^ibility In ^ field of 
social services, for exrimple, the famUy reunification provisions of PL 96-272 pro- 
mote similar values. . , . • .x. • ^v. 

2 The desirable deinstitutionalization of our disabled citizens requires the provi- 
sicii of community services to realize its piAUc policy implications. 

3 We must provide equal access to both exceptional and non-handicapped chU- 
dren Whenever we provide subsidized chUd care to the children of low-moome 
working families, it must be open to children with disabibties as weU as to children 

^^e^C^^t^'has several goals in addition to our broad goal of establishing 
public policy for chUd care for exceptional chUdren. 'Hiese goals include: 

more nearly meeting parents' child care needs expanding the number and 
kinds of resources avauable to parents j • • j 

assuring a systematic response once a family's need is identined 
afisuriiS that the quality of care provided is sufficient to roamtam or enhance 
each chilas development , i ^i. ^ ui:<.u««^^^f 

assuring that the care is affordable to the family through the est^hshment 
of a free structure designed specifically for the populations to be served. 

ni. RECOMMKNDA'nONS 

To arrive at its recommendations, the Committee used the following definition of 
child care* 

Child care ior exceptional children equates with chUd care for any chUd: su- 
pervision which substitutes for that given by the child s pnmary (»re provider 
md which meets the chUd'e needs for a safe, secure, and stimulating environ- 
ment which is developmentally appropriate. f«^:i„ 

Child care settings include the child's own home, a foster home, a tamUy care 
home, a child care center, a day nursery, or the respite facility of another cure 

^^e^need for care is time-limited and is usually in increments of fewer tha^ 
24 houi- 1 per day. Exceptions to this time limit are important: child care may be 
needed in^ull day increments for a limited period when ^^e prunarycare pro- 
vider is away from home m training, seeking woi-k or hospitahzed. or because ot 
the respite need of the primary care provider or of the chUd. 

The need is for substitute care rather than for other types of special educa- 
tion services or therapies which are normally provided m other settinra. 
The definition indicates that the Committee's attention is on the need for rwpite 
care as well as for care while parents work. It also mdicates that the ^«^^*ff 
not, in this testimony, addressing the need to extend special education services to 
young children with exceptional needs. 

LICENSING 

In its review of child care, the Committee found that ihe current state child care 
licensing regulations may well restrict the amount of child <»re available to ex<»^ 
tional childfen. ChUd care centers and famUy day care homes which want to enroU 
an excentional child must seek permission to do so from a licensing worker, and wie 
p?o^^ mSst demoristrate that the child can be included without danger to self or 

^^TTie'Committee recommends that federal reLr.latioii8 or guidelines be revised to 
allow programs to enroll axceptional children U the licensed programs discretion. 
This natiSnal directive is neeSed both for centers and for family ^VJf^^.^^^ 
With all programs allowed to include exceptional children, the Committee also 
recommendlZt all child care programs open themselves to ^^.^^^^m/^^^.^^^^^ 
children: there should be no discrimination against a chUd who has a dteability. 
Some communities currently hav/ programs which provide care exclusively to a 
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hi^h percentage of exceptional children. More such care is needed, particularly for 
older exceptional children. We should assure places for those children who cannot 
be integrated nrith their peers. 

Children 's Ages, Severity of Handicap, and Native Language 
The following general principles were supported by public testimony to us: 

Many exceptional children will fit into integrated child care settings without 
assistance. 
Others c«ai be mainstreamed with help. 

A minority will be served best in child care programs designed exclusively for 
individuals with special needs. 
The Committee recognizes four croupe of children whose needs dofine the four 
m^or care arrangements required if we are to provide care to exceptional chiHren 
in an appropriate and coordinated setting. 

1. Six to twelve yoar old children.- These children are in school programs 
and need child care before and after school. These child care programs need not 
be stafTed by specialists. Special education services should be provided during 
the school day. Most exceptional children in this age group can be served well 
in regular programs. Child care in integrated settings can offer things to these 
diildren that their special classes can.iot: every day activities, work and self- 
help skills, and social interactions are of great value to the children themselves. 

2 Twelve to twenty-one year ^Ids.— These children and youth, whose parents 
work, need <»re, but cannot be integrated into most regular child cai-e settings 
because of their ages. Tliev will need programs designed for exceptional per- 
sons, but again, because they receive special sfvrvices during the school day, 
their day care programs should be typical. Socialization and recreation neeus 
may well bo paramount for children in these programs. 

3. Three to five year old children with intensive needs.— These children qual- 
ify fok- public school special education services. Again, as with the first two 
groups, their pnncipal need is for safe and supportive child care before and 
after their special education programs. Again, as with the first two groups, 
their principal need is for safe and supportive child care before and after their 
special education programs. (Before some public schools and private agencies 
offer special services to children younger than three, there will be a few infants 
and toddlers m this group as well.) 

4. Infants to five year olds unserved by special programs.— These exceptional 
children need full day care. Because there may be no special services available 
to them from public schools— aside from assessment and referral— child care 
providers may need to plan and carry out unique programs for these children. 

f or each group, staff traming will be important. And within each group, some 
children will need care in programs separate from their pon-handicapped peers. 

In each of these situations, a child and parents whose u iguage is other than Eng- 
lish will need to work with staff who speak the whild and family's language and who 
are sensitive to cultural differences. The linguistic and cultural knowledge of 8*afT is 
required to plan a child's program well— with an understanding of disabilities 
within a child s culture— to include parent j and other family members appropriate- 
X' ^mV^ parents to understand the local special education syetem into which 
the child may go. 

Respite 

Almost all parents of exceptional children, particularly of severely handicapped 
children, share the need for respite care— including parents outside the workforce 
as well as parents employed outside their homes. 

The needed respite takes several forms: time to shop, time for evenings of enter- 
tainment, time for an occasional weekend away, and time Tor rare vacations. Those 
who need respite are, primarily, the parents of exceptional children; but included in 
this group are other primary care givers— grandparents or aunts, foste" parents and 
group-home operators. These needs suggest a range of child care resources: 

Regular child care program hours 

Drop-in care 

Care provided in a child's ovm home, and 

Residential arrangements, including temporary foster homes, which are in 
wu'^^^J!]! concept of the least restrict' ve environment which meets a 
child s needs. 

To develop this range of resources, government as well as churches and other 
community-service organizations must undertake several actions: 

The Development£.l Disabilities system should address the need for respite 
care for their clients by providing it on a priority equal to all other s- rvices 
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Such a policy makes good fiscal sense at the same time that it reali2*M a hu- 
manitanan s^wd. , , , 

In addition, the State Councils for Developmental Disabuities should commit 
themselves publicly on the need for respite care. 

Planners within Health and Human Services and the State departments of 
Mental Health as well as others working with the Department should recognize 
the need for respite care and should examine thoroughly the best ways for 
funds to provide respite care for mental health clients and uieir families. 

Similarly, participants in Health and Human Services and the Stat« depart- 
ments of Health Services programs should incorporate respite care into Medi- 
Cal services and other maternal and child health programs. Among the children 
who need respite care are the chronically and terminally ill. 

Children in school programs whose parents are not working but who need oc- 
casional respite beyond me length of the school day should be able to use exist- 
ing child care centers on a fee tor servicp basis. Government offices administer- 
ing subsidized child care can, where spf ce permits, include children for a few 
hours on an irregular basis. Parent fees charged should not be more than the 
marketplace's cost of care. In addition, private unsubsidized programs should 
open their doors on a fee for service bo^is to children •^'^jose parents need res- 
pite. Child care resource and referral agencies can provioo parents with lists of 
willing programs. 

Churches and other community service ag'jncies should consider adding well- 

gublicized evening care programs for exceptional children and their sibling 
uch programs can take place at a central location, include the provision of m- 
house care, or a combination of these. These programs could also charge fees. 
Parents who testified to the Conrmittee indicated a willingness to pay for such 
care wh^ch does not now ^xist in their communities. 

Assuring the provision of daily child cart 

In making its recommendations on the best ways to meet the ongoing child care 
needs of working parents of exceptional children, the Committee holds that the 
principle responsibility for assisting parents to locate and/or to pay part or all of 
the cost of care rests with the service systems most dLrectly concerned with the 
child's presenting handicap. Children who are clients of the developmental disabil- 
ity system should receive child care assistance through their case managers as part 
of their Individual Program Plans (IPP). Children in the mental health system 
should be able to turn to their county mental health agencies. Children receiving 
public school special education services should have child care considered as part of 
their individual Education Plans (lEP). Likewise, children served by health services 
programs should have their child care needs identified and located or purchased 
through these programs. 

To realize these responsibilities, the Committee makes several recommendations: 
t. The developmental disability system must assist families to secure child 
care. 

They must recognize child care as a "basic and essential servic> . ' 
Each developn.ental disability client, birth through twenty-one years of 
age, who needs child care must have that need identified in his or her IPP. 

Client case managers must assist parents in locating the most appropri- 
ate chUd care an'angements. 

All developmental disability case managers should be aware of the serv- 
ices available from child care resource and referral programs. 

Where necessary the developmental disabilities system must pay for 
these child care services. 
In making these recommendations, the Committee recognizes that child care is 
equally a service to children and to their parents. Child care promotes a child's de- 
velopment. In some cases it permits a family to remain intact rather than seek 24- 
hour placement for their child. In sum, child care must be an integral part of the 
IPP of any child whose parents are employed, in training, or in needof respite from 
the excessive demands of raising a substantially handicapped offspring. 

2. The mental health system must assist families to secure child care. 

In planning a child's pr<«ram; the menta* health worker and the child's 
parents must consider child care needs as an integral part of the child and 
family's service needs. 

Where necessary, funding must be available to pay some or all of the 
costs of child care for these clients. 

The mental health system should provide mental health consultation and 
support to staff members of centers serving exceptional children. 
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3. Subsidized child care (Title XX) must increase its support of child care for 
exceptional children. Special efibrts to expand subeidiied child services for ex 
ceptional children must occur until the percentage of subsidized children who 
are handicapped equals the percentage of the K-12 enrollment who receive spe- 
cial education services. To accomplish this goal, as well as to invmase and im- 
prove child care services to exceptional children, the Committee ommends 
several legislative, administrative, and programmatic actions. 

Exceptional children must become a priority for child care services. 

The state agency administering Title XX funds must provide technical as- 
sistance to its contracting agencies to assist them to enroll additional excep- 
tional children and to serve well those who are enrolled. 

This technical assiitance should be provided via contracts with capable T. 
A. age-ncies. Government has several resources for such a contract or set of 
contracts: a special training program developed to meet the service needs of 
family day care providers, Head Start's Resource Access Project, and child 
care agencies which provide technical assistance to other subidized child 
care programs. 

Preschool Incentive Grant funds from PL 94-142 could be used for these 
purposes if necessary. 

4. The federal and state offices of Special Education can help meet the child 
care needs of exceptional children. 

With technical assistance from federal and state government, local districts 
can identify child care as a child's need or Individual Education Plans (BEPs), 
can assist parents to find child care by working closely with the local child care 
information and referral agency, can assist local child care agencies to enroll 
exceptional children, and can work with school district child development pro- 
grams to include additional exceptional children. 

The Committee recommends that programs such as Berkeley, OA Unified 
Schools joint chile' ren's center/special educatir i program, be a national model. 
In this program, special education teachers, aides, and pupils are integrated 
fully vvith the teachers, aides, and children of the district's law^est child care 
center. Similar integration can take place within Head Start, "ntle I Pre-Kin- 
dergarten, and other child development programs.' 
Funding, Fees» end Rates 

A middle ground between no fees and full cost seems most appropriate for parents 
whose exceptional children require child care. Parents who testified at the Gommit. 
tee s hearings .ecommended a fee schedule which includes: 
A means cest; 

No charges to families below the poverty level; 

A sliding scale for families between the poverty level and the State median 
income level; and 

A maximum fee no greater than the "marketplace cost" of child care for a 
non-handicapped child. 
This last figure wouid make this fee scale unique. For example, in most California 
communities, child care currently costs about $50/week for preschool aged child 
who IS not handicapped. If an exceptional child's program cost $75/weeIi, the par- 
ents would still pay no more than $50 and the difference would be met through 
public resources. 
The Committee recommends the adoption of such a scale. 

IV. Conclusion 

The Committee focused mainly on children who are substantially handicapped. 
This report gives attention to the needs of these children and their parents. Among 
the recommendations which address these needs most directly, are: 

1. recognition of the necessity for communities to establish and to support 
afk;r-school programs for older exceptional children and youth; 

2. attention to family's respite needs; and, 

3. school districts pursuit of a model which int^rates children's tenters and 
special day programs which are part of the special education program. 

However, children with substantial handicaps were not the Committee's sole con- 
cern, and the need to aerve those children in child care programs was not the only 
need identified. AH jut five out of every six exceptional children are either mildly or 

» The Berkeley program is a model of integration during regular school houre. However, funds 
are msumcient to provide extended day care to the program's disabled children. 
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moderately delayed or disabled. These children should have immediate access to all 
child care and development programs* subsidized and nonMibsidized. 

If our nation is to meet the Committee's goals and recommendations, leadershif) 
from the professional associations, the college campuses, the State Departments of 
Education, the State Councils on Etevelopmental Disabilities, Legislatures, Gover- 
nors, Congress and the President will be needed. 



Prepared Statement or Leonard D. Borman, Ph.D., Pa^tDENT and Founder or 
THE Self-Help Center, Evanstok, IL 

My name is Leonard D. Borman, Ph.D., and I am President and Founder of the 
Self-Help Center located in Evanston, Illinois. It was established in 1974 at North- 
western University as the first such clearinghouse in the naUon, and we spun off in 
1980 to become an independent non-for-pront agency. We have become a model for 
the establishment of similar clearinghouses in two dozen places around the Unitid 
States, three of which aie statewide in scope. A bill has been introduced in the ci^- 
rsnt session of the Dlinois Assembly to establish a statewide clearinghouse in Illi- 
nois. „ 

These self-help centers or clearinghouses have become new social mstruments 
to help in the formaUon of self-help support groups for persons and their families 
facing a variety of conditions and afflictions. In a recent handbook which we are 
publishing focusing on resources for the developmentally disabled and handicapned 
in the state of Illinois, we id3ntifi»d over 400 groups for nearly 134 distinct develoo- 
mental disability conditions in the state of Illinois. The experience of the Setf-Help 
Center, as well as thnt of other centers, hap demonstrated three mcyor strategies for 
strengUiening, linking, and sustaining self-help/mutual aid groups. The first is an 
information and referral strategy that provides professionals, the public, and the 
media with information on gaining access to self help groups. This is accomplished 
primarily through the publication of an updated directory and provision of a 24- 
hour telephone service. 

The second strategy used by self-help centers is to provide consultation and train- 
ing in the formation of new groups. This is training directed toward both profession- 
als and laymen, and is designed to convey an understanding of the unique nature of 
the self-heli> process and its application to specific populations. 

The third strategy is to provide assistance to groups already formed. Self-help cen- 
ters can help existing grrupe to expand their networks, increase recruitment, 
strengthen organizational capacity, or produce new educational materials. 

In recent years, an impressive array of research flndingo has indicated that these 
8e!f-help support groups provide enormous benefits to the participants and the mem- 
bers of their families. Not only do groups provide important up-tOKiate inform 
mation, but they provide a network of emotional and 8<>cial support to persons 
coping with a variety of conditions. They nerve to link members to an active ex- 
change network that enhances functioning and mitigates distress. Not only do they 
operate through meetings that are held at regular times, but they provide access to 
their members and others through telephones, newsletters, friendly visits, special 
gatherings, or conventions. Unlike most forms of help and support offered through 
neighbomoods, agencies, or families, self-help/mutual aid g»t)ups represent dis- 
pelled networks Uiat have the potential of developing afllliations nationwide. 

Since the development of Al-Anon in 1954, it has become clear that self-help/ 
mutual aid groups nave the potential to aid family members who are "one 8t»p re- 
moved" from an individual who suffers from a particular condition or affliction. 
Over the past 30 years, a great range of groups has been formed to help parents, 
children, and other family members to cope with the special problems presented by 
a family member. Research of such groups indicates that participants are better in- 
formed and more involved in relevant communication networks than non partici- 
pants. 

Research on self-help groups also reveals that these groups supplement and do not 
supplant professional services. At the same time, professionals and agencies can be 
helpful in eucouragin;, the formation of groups, making information available to 
their constituents, and helping to publicize the value and presence of such groups m 
their communities. 

Basic financial support for self-help clearinghouses and self-help groups has come 
primarily from the members themselves, local, and private sources. At the same 
time, it appears clear that there is a role for public support at vario^is levels includ- 
ing the federal government. As in Canada, federal support could provide help in the 
publication of information on groups, the development of directories, the utilization 
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of computerized resources, and providing acceae to 800 telephones lines on the loca- 
tion of groups. In addition, opportunities for workshops and conferences coul(? be 
supported through federal agency funds so as te enhance the dissemination or utili- 
lation of aelf-help groups throughout the land. Research and the publication of find- 
ings could also be supported. 

In summary, tlie findings on self-help groups are impresaive. They i«pr«ent low- 
cost or ncxost resources for vast segments of our population coping with develop- 
mental disabilities, chronic conditions, and other afflications. They strengthen the 
voluntary component of our society while providing new resources to be utilized by 
professionals and agencies. 

I would hope that the Senate Select Committee would pive special attention to 
this new and vital resource that could be strengthened across the country. 



Ann Rosewater, 

Select Ccmmittee on Children, You*h and Families, 385 House Annex 2, U,S. House 
of Representatives, Washington, DC. 

Dkak Ann: In talking to Judy Weics this week she mentioned that you trere inter- 
estHl in information about abuse of disabled chil''ven. While I do not have any ma- 
terial on the incidence of abuse among families with a disabled child, other than an 
accepted recogniUon that those children are highly at risk of abuse, I do want to 
pass along some information on programs to prevent abure of handicapped children. 

First is a copy of relevant pages from a new publication of the National Commit- 
tee called Child Care and the Family. Second is a collection of articles about a ter- 
rific program in San Antonio called Project Any Baby Can that has had great suc- 
cess in helping parents with disabled children. 

I wish I could go to Anaheim for the hearing. Fm leaving for vacation in Califor- 
nia on Tuesday and coming home just before then. 

It was wonderful to see you at the Hexagon show. Thank you very much for 
coming^ We had ouite a success this year end you helped! 
best regards, 



National Child Abuss Coaution, 

Washington, DQ March SI, 1985. 




Thomas L. Birch, Legislative Counsel. 
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David B. Friedman, June S. Sale, and Vivian Weinstein 
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Prevention of Child Abuse 




108 



103 



the United States there are undoubtedly many 12* v <d 13*year* 
olds who are capable of baby-sitting. In general^ however, school- 
aged children do not have the knowledge or mature adjustment to 
be given the full responsibility for child care. Also, shouldering 
this burden in some cases robs children of important childhood 
experiences. 

The danger of using untrained and inappropriate baby-sitters 
because of the potential for ac nidents and child abuse has been 
recognized only recently. Many pediatricians and other health 
professionals working with families place this issue high on their 
list of subjects to t>e discussed with parents, in some com- 
munities the Red Cross, the schools, and youth-serving agencies 
such as the Girl Scouts, the Boy Scouts, and the Camp Fire Girls 
have organized classes to improve the quality of baby-sitting 
among teenagers. 

Parents should exercise care in choosing babv-sitters. Once 
selected, the sitter should be given instructions regarding ac- 
tivities with the child and disciplining the child. The sitter*s 
behavior should also be clearly circumscrit>ed. Drinking, smoking, 
using drugs, using the telephone to talk to friends, entertaining, 
and other potentially dangerous activities should be forbidden. It 
is also important for the sittor to have in writing the telephone 
number where the parents or some other responsible adult can be 
reached as well as emergency numbers for the police, 
paramedics, and fire department. 

It would be wonderful if all patents knew where to obtain baby- 
siiitng services. This would minimize the possibility that children 
would be left alone or left in the care of inappropriate or Incompe- 
tent adults or children. Ev^ry community and neight>orhood 
should have a pool of reliable, experienced baby-sitters. Alter- 
natively, friends or neighbors could band together to exchange 
baby-sitting services. Helping to develop such an arrangement or 
pool or hot line could be an exciting and worthwhile pioject for a 
group of commu.-^ity volunteers. 

Handicapped Children^ 

There are many working families tha require before and after 
school care, night care, weekend care, and respite care. Similarly, 
there are families that require care for children who have needs 
different frorr the needs of their contempo.rrjes. Day care should 
be structured to meet the needs of all families, including those 
with children who have special needs. These children are at 
higher risk for abuse, and child care can be important to the 
prevention of such abuse. An example of a program that meets 
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the needs of such parents is Project ABC (Any Baby Can), which 
links children with special needs to appropriate services at the 
earliest age possible/ 

Services for children with developmental and physical han- 
dicaps are rapidly changing as educational, health, therapeutic, 
and social agencies adopt programs to meet the mandates of 
Public Law 94-142 (Education for All Handicapped Children Act) 
and other federal and state laws. These laws promote the inclu- 
sion of all children in programs that meet their developmental 
needs regardless of their handicaps or medical records. 

Parents can be helped greatly to accept their child*s disability 
in a supportive setting where concerns and common problems 
can be shared among parents during visits, conferences, and 
parent get-togethers. No one can argue against the positive ef- 
fects of providing a warm, loving, communicating environment for 
children experiencing mental, sensory, motor, or emotional han- 
dicaps or children with health impairments. Day care can provide 
for the majority of needs for the handicapped child under 24 
months of age. although some children, such as the deaf child, 
may require special activities to meet specific needs, and ap- 
propriate consultation should be sought. 

As the handicapped child grows older, specific interventions 
beyond the capability of conventional child care programs may be 
required. The child care staff, working with appropriate con- 
sultants, can devise mechanisms to ensure that all children are 
appropriately assessed to detect delays in communication and in 
social, motor, and affective skills. If atypical patterns are 
detected or suspected, consultation should be sought with health 
and educational professionals skilled not only in diagnosis but 
also in assessing functional abilities and developing appropriate 
intervention plans and services. 

As the child increases in age, the specialized needs of the child 
often become more pronounced. Day care programs must 
establish a policy .in consultation with parents and health and 
educational personnel regarding the program's ability to meet in- 
dividual needs. For school-age children the educational and 
therapeutic needs of the child most frequently are met t\* the 
public schools, and the child care center provides the before and 
after school supervision required by working parents. Most 
schools are implementing mainstreaming programs, and 
mainstreamed handicapped children may function very well in 
daycare programs along with nonhandicapped children. 



•FuHf^ef inJormaliOn aDOul PrOjeci ABC can be obiatned i'Om Ihe San Antonio/ ChaPier ot 
NCPCA tOltW V/ooa»a/^n San Anlomo. TX 78201 (5t2) ;32 t05t 
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The majority of children with mild handicaps are not Identified 
by age 24 or 36 months. These include children with mild mental . 
retardation, mlld-to^oderate speech and language disorders, 
and learning disabilities. These children are best sen^ In set- 
tings that enhance their total development; day care programs of 
high quality provide such sett!!)gs. Severely handicapped 
children, on the other hand, may require more specialized day 
care that can be provided only by a trained family day care pro- 
vider or in a special day care center 

An often neglected aspect of day care is respite care -the ser- 
vice provided a family on a short-term basis to allow a parent a 
few hours of relief from the care of a severely handicapped child. 
A very young child generally poses few problems during such 
respite care periods, but the older, ambulatory child may need 
more specialized care and supervision. Each program must 
carefully evaluate its ability to provide high quality care for these 
children with special needs. 

It is universally recognized that handicapped children of all 
ages are at greater risl( for abuse. Caring for a child with special 
needs creates great stress in families, and child care, both respite 
and ongoing, has been shown to be one of the best approaches to 
preventing such child abuse and neglect. 

Crisis Child Care 

Another form of child care is the crisis nursery or the crisis child 
care center. These are centers to which parents who feel over- 
whelming enr.vtional stress or pressure can bring their children 
until they are able to cope. This gives parents the opportunity to 
express their anger and frustration appropriately and to pull 
themselves together rather than exploding and talking their feel- 
ings out on their children. 

The first crisis center was established in Denver. Colorado, in 
1973 as part of an overall child abuse prevention package. The 
center has remained an integral part of this pioneer program. 
Since 1973 many crisis centers have sprung up across the coun- 
try, such as the El Paso Crisis Nursery in Texas. Some centers 
provide minimal services, their main purpose being to provide 
time away from their children for harried parents. Others provide 
broader services for both parent and child. All can be truly effec- 
tive only if they are open around the clock and If they establish ap- 
propriate ties with other community services. For these reasons, 
an established child care facility, especially one associated with 
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IFrom the San Antonio Expnm Newt, Tue^lay, Mmy 29, 19S4) 

Project ABC Assists Famiubs 
(By Edna McGaftey) 

Nicole and Nick Anthony Almendarez will be four years old in July but unlike 
other youngsters their age, they are not talking and running about. 

The twins, bom three months premature to Jackie and Nick Almendarez, spent 
the early months of iheir life in a reepirator. When they were about a year old, thev 
developed cei^ral palsy and other severe complications. In the meantime, the Al- 
mendaresee dedded to have another cliild which is 10 months oM. , 

Before the twins could be released from the hospital, Jackie had to iwjni to toon 
the fluid fifom Nicole's head (she has water on the brain and is mentally retuded) 
and to feed Nick Anthony through a tube in his stomach and to clean and change 
the breathing tube in his trachea. ^ , . j 

Monumental nroblems like the ones the Almendarexes have are bemg faced 
many families, Dr. Marian Sokol, director of Project Any Baby Can (ABO, says. 

''Programs exist in the communis to help these handicapped children- but par- 
ents often don't know how to f^ad the needed service. For this reason toe San Anto- 
nio Coalition for Children, Youth and Families established Project ABC to ident^ 
and secure help for the many handicapped and high risk babies m the community. 

Sokol says medical advances have made it possible to save the lives of more Jg^ 
mature babies. Unfortunately, these infants often develop long-term disabihties 
from early lack of oxygen to the brain. 

Respiratory disease is prevalent in premature mfants, and they are susceptible to 
cerebwJ pal^. Auditory impairment and delayed language development also are 
Common. 

"Project ABC serves as a central clearing house that refere families to 15() agen- 
des, clinics and Bupoort groups." Sokol says. "We 'case manage' clients until they 
receive needed help. 

Project ABC is assisting the Ahnendarez family obtam respite care on a sliding 
fee bans. As a temporary measure, the project paid for a nurse so the parents could 
go out together for an evening— someUung they had not been able to do for a long 

"Initially, we concentrated on serving preschool children, but we are beginning to 
focus on early childhood," Sokol says. . 

Pre-teens sometimes develop disorders that are difficult to diagnose and rejiuire 
long-term specialized care. For example, Tony Sollare, 9. son of Steve and Candy 
Sollars, began grimacing, arm jerking and making strange throat noises about three 

^^ttft^fy, teachera and physicians thought Tony was a behavioral problem. Rnal- 
ly, after much effort, the Sollare found a doctor who recognized that Tony had Tour- 
ette Syndrome, a rare neurological disorder which can be disabling. ^ 

Candy says this a.sability manifests itself by multiple transitory tics, such as 
those mentioned above, that change from one area of the body to another sev- 
eral days or weeks. In advanced stages the disorder may cause the loss of the ability 
to control language, resulting in repeating and the use of obscenities. The condition 
can be controUedfairly well with medication. „ o j i • j r» 

Tourette Syndrome shows up in children around age 6 or 7, Candy explained, ne- 
cently, her othei child, a daughter, age 7, was diagnosed as having the disorder. 

After reading, studying and coping with Tourette Syndrome for three yeara, bteve 
and Candy organized a local support eroup in April. It is the Central Texas Area 
Chapter of the National Tourette Syndrome Association. Already 150 people are on 
the mailing list. ^ , t 

Candy says, '*We are working through Project ABC to let families know about our 
group. We can put families in touch with local physicians familiar with the disor- 
der, and help parents learn to live with children who have it." 

Project ABC was established as a model effort two yeare ago because educatora, 
therapists and social workera were convinced a need existed for the service. 

"At that time we were not aware of the intensity of the problems faced by fami- 
lies of multiple handicapped children," Sokol says. '^More than 800 babies have been 
provided help, and we receive 50 new cases each month. 

"Parents don't expect their children to be less than physically and mentally per- 
fect. When their child is medically impaired, it's a shock. They need to become ex- 
perts in an unfamiliar area. , r ^ ^- ^ r 

"Hopefully, we can make the parents* job easier by taking the frustration out ot 
applying for financial aid and securing help from social service agencies. 
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Bg^cy though which the & Xty^Z'rJL^foAt^J^S'^^^ """""" 

(From the San Antonio Light, Sept 21, 1984] 

Project ABC Recoonizbd for Skrvice 
(By K-^ri Guten) 

^ifj^-.^^S^f teln°J&Lxfe 

thefTaSSe'Sfe^fiJ^^S'SiJ&.H^^ ^y^r6>y. 
^^Pmental Disabaities.ris the^Sf^^L^Z'eSe^^^SgrtX^ 

tW^d thf^ri^te^n Sere Ta SSh"f5JS?H?; Evolve v^. 

volunteere invSlved beS ofSLf fif I?'*'?' government to get 

sX>^C^^'^C^^^y^^^'^<>^%Vr{^ under the aSce. of the 

i<Sl^n^l'^%^S%^^iZ^i'^^ of overlapping of some senr- 
By ga^ering all aSeSw the n,Sl«i. ^ ^P-l!??*?^*^'* problems. 

the best service possiblT guides parents to the proper agency for 

grS: fhe%%& aSCIoX^W '^'t^J^'^-^. DisabUities 

as of this yeti-, fiW the UnTted W^^!^^*?"" ? P"^«*« donors and. 

Hogg Foundation aSs tL v^anH^hl^I^^^ "^.f^ from the TDDH and the 
al^t $60,000 of thT?984bu^Ct ^$167 000 n««d to be found to augment 

tion wevlSlc5v"S''^j^^ the kind of recogni- 

Awards aside, th^ f^^^UDDlffi ^^'^f^'^^Fi award!^ 
puter-speaks wellfor^hTsuS rfSe'J^^' '"^^ ^""''""^ member-the cor^ 

inhm%e^s"S^Tttn'\^ °^ ^i'^ l*^" handled, resulting 
centof tho^7eferJ^'?^iS,^dl?^«fJf^;«' The success rate runs around 63 ^. 



(From This Week, Sept 12. 1984) 

Know a Baby Who Needs Help? Call Project ABC-Dial 228-2ABC 
(By Maijorie George) 

handS' ^th-^^ develop-a debilitating 

have°b^'S^;iV!:^tS^ hLvete^-^nY^ T^^'k**'^ ^^'^ breakthroughs 
ting because yo; dS^'t' WoXslStTt&e Tv£' "^^'^^ 
gri^ir^mt te^a^/n^^&V^^ ^Pfia. schools, state pro- 

the reason Proj^Kf was ffu^ """^ P*"^"*" *° ^ Antonia It « 

puti£ilfeKrtoS?h%?.fcihV^r^^^^ organization that 
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tion for Children, Youth and gamines. A"ai year, , fko h«»t wav to 

cal^^lSni: S^ing their special child^Mhey ^dn^hXS ta^d of dS 

not provided and parents had no way of getUng thf^hJd to the progi^^ 

SlidrS^ tot iiulmw they .™i to tl, T.j» "'Jfgfi^SXt to 

Babv (S^-because Jtoian Sokol believes any baby can reach l^i^Sf P****" 
till wtth the^ht help. Sokol left her teaching job to b^me project , . 

Sin^Projwt ABC opened its doors in earfy 1982. the organization has referred 
over 1,000 babies in a thousand different ways. nnd de- 

Tliere^ the twins. Jason and Jacob Herrera who were bom^«m 

(they <Z four of them)^d Abbey Medical graciously maintains them at no charge 

the^wid whoee family called last week because he has^^^^ 
He'll be four in November. His parents didn^ 'MC'v ^"^Hn^J^know Lt at aST h^ 

with the district; hell be seen next week. , , ^ 

Ther^ is the family with seven children, the youngest of whom has D«en Dorn 

are shortest, will look at transportation needs. ... schedule until. 

Tht>rc is tW father of a voune child who was deveJcpmg rignt on scneauie uiiwi. 
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!.T«K"£"'r*"25''°"*' "* '■•'p'«»« p>».t. d».t know 

ncSflil'teS " • lot ot other thiigi d«> h.v« luio. 

rh»TJ^\^''^^'^J^o^^^ have been spawned through ABC. The parents of a 
Sa^W IZtXu^^^^^ manifJts itoelf b? tic!, 

$6 to $8 wr M« it m?J^? J^f*° ^"""i^* '^T"'"' special babies can Vmi 

time ''^'P ^ a sui^ion who donate? 

fuM;^tfeSffiTt =teSoS\Kj^^ but are not 




kee'p gohlg-gitT know w^n"t sL ^ ^" 
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Wr.h"n r.'T^'^J in •f'e birth defecu field, the Marc' of Dimes 

Brnh Defe.1. Foundation publishes the Bir.h pe/eas Comnendium 

Further information can be obtamcd from: 
March of Dimes Birth Defecu Foundation 
Professional Education Department 
1275 Mamaroncck Avenue 
White Plains, NY 10605 
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Sibs of Clilldren With Chron.c Ccndltlons: 
Couns^Hng Considerations* 

Mary C. Ctrrcto, mo 

Child Development DMsion. Department of Pedmtrlct. University of 
Texas Medical Branch, Galveaton. TX 77550 

The /amilie. of handicapped and chronically ill children are receiving 
increased attention from health professionaU. The benefits of treating the 
child within a family context go hand in hand with a recognuion of the family 
« the child's primary interaction environment a.«l the cruaal ««.al instuu- 
tion for child development. It is generally recognized that »hc child is tot 
«rvcd by working with the family and that parenUl involvement « critical to 
Trrp^'utic effectiven«.. Reports and studies of the "handicapped fanily 
however, have been limited primarily to considerations of the paren. and 

affected child in a variety of areas: informing the "f^;''?"'^'*!^.^: 
counseling concernsl3-7):characteristicsoftheparenls(8J01;.y^ 

child on the parents [ 11-1 51: and educating the parenU about handicaps (16. 

'^The b- thers and sisters of •handicapped and chronically ill children have 
been sorely neglected. Even those studies that address the impact of a 
hancficapped child on the family make scant reference to the effects on normal 

''wlh't?J growing interest in the effects of a handicapped child on the 
family a series of anecdotal and clinical reports have been published 
indicating that the normally developing brothers and sisters in 'h«<; 
may be at high risk for a variety of disorde.s. There now exists a sma» body of 
empirical literature addressing the impact of a handicapped child on the 
ncrmally developing child and noting both the positive and negative effects of 
this impact As a whole, these studies delineate the concerns of sibs and 
provide direction for counseling and other therapeutic intervention. 

IMPACT ON SIBS 

Th3i the effects of having a handicapped sib are long-lasting and far- 
ra.g.ng is underscored by Cleveland and Miller |231. ^^^o studied the l|fe 
conimitmcnu of adult normal sibs. A questionnaire was mailed to 194 adult 

•Thas work part-lly .upport«l by grants 90.C.1772 .no 90.CW-646 from ^^' ^^T' 
of lllaUh and Human S«vim. Office of Human Development. Adm,««t«l.o« for Ch-Wren. 
Youih and Pamtltes. 

sZil^' mfte^aiS OT: MSof Dimes Birth Defects Foundation. Bi5k)AS 
20(6).31-43. 1984. 
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older sib. of adult menially retarded pcntons; 109 were returned and 90 
analyzed. The oldest female sibs reported significantly more responsibility for 
the affected child while growing up and seeking significantly more profcs- 
sional counseling as adults than older biothers. Many more females reported 
entering careers in the helping professions of teaching, social work, and 
nursing. Only females reported lack of suificient attention from pk^rcnts and 
influences on their decisions to have childr<;n. Brothers reported significantly 
less knowledge than sisters of family discussions about placinj the child 
outside the home, and less knowledge about mental retardation. More 
frequently they also reported being told nothing by parenU and seeking 
genetic counseling before havmg children of their own. While other studies 
have looked at the adult sibs of handicapped persons (Grossman (24J). none 
has so clearly depicted the major adult life decisions made on the basis of 
growing up with a sib who had menUl or physical problems. The Cleveland 
and Miller study {23] noted the impact upon major life areas of career and 
family planning. It also noted that effccu may be very different depending 
upon the sex of the normal sib. 

If we have some indication that the impact of having a handicapped sib lasts 
into adulthood and aflTccu m?jor areas of life, what do we know about the 
range and prevalence of the impact on the normal sibs during childho^ and 
adolescence? Reports are varied, and few compare sibs of handicapped 
children with sibs of normally developing children. In a survey of sibs of 
children with congenital heart disease, Apley, liarbour, and Wcstmacott (25) 
report that 27% of the sibs had behavior problems, 1 3% had somatic disorders, 
and 24% displayed both types of problems. A s»Mdy of the sibs of children with 
leukemia (26} found evidence of headaches, anxiety, school phobia, poor 
achievement, depression, and recurrent abdominal pain in approximately 50% 
of the children. Similar problems have been noted in the sibs of children with 
spina bifida (27j, cystic fibrosis (28), mental retardation (29, 30), Down 
syndrome, and cleft palate (3 1 1. 

The literature, however, is Ly no means uniform in reporting a higher 
number of adjustment problems in the sibs of handicapped children. Oath 
(31) found no significant differences in teachers' and parents' behavior 
problem checklist ratings of sibs of children with Down syndrome, cleft palate, 
and normally developing children ages 8 to 12. Other investigators have 
reporttJ similar findings (ie, Gayton et al (32); McHale et al (33)). In fact, 
McHalc and her colleagues (33) found that children with handicapped sibs 
were perceived as more supportive and accepting and less hostile toward the 
handicapped child than sibs of nonhandicappcd children. The children 
themselves also expressed similar feelings about their brothers and sisters. The 
integrative effect that a rc»?rdcd child may have on the family has been noted 
by Robinson and Robinson (34). 
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FACTORS INf LUENCING ADJUSTMENT 

The invcsiigaiion of factors ihit influence the psychosocial adjustment of 
the sibs of children with chronic illnesses and handicaps has led loa search for 
those variables that tray be manipulated to enhance ihe coping abilities of the 
children. For a complete review of these factors, the *tader is referred to 
Simconsson and McHale {351. A large number of variables have been 
investigated and it is difficult to draw definitive conclusions. Additionally, for 
the most part, the variables that are reported repeatedly in the literature are 
stable characteristics of the sib, family, or handicapped child, characteristics 
such as age, sex, and socioeconomic status. While it will be important for 
counselors to be aware of the differential effecU of such characteristics, these 
variables are not expected to change through intervention. Simeonsson and 
McHale I35J note several variables which have been shown to be consistently 
related to sib adjustment across a wide range of investigative situations and 
methodologies: socioeconomic sutus (SES), gender, birth order and family 
size, severity of handicap, and parental attitudes. 

The relationship of SES to the adjustment of the normally developing sibs 
in the family has been noted even in the eariiest of studies (eg, Farber l?.01). 
Farber 120j investigated the elTccts of a severely retarded child on family 
iniegraiion and noted the differential effects dependent on the family's SES. 
He describes these effects in terms of ihe daily living patterns and value 
systems assumed to be associated with SES. Other investigators proceeded to 
study how the differential due to SES impacted in turn on sibs. Grossman (241 
interviewed the college-age sibs cf retarded children and noted that the 
problems of middle-class sibs appeared to be primarily those of the psychologic 
acceptance of i:. : affected child; the adjustment of lower class sibs was more 
closely associated with objective characteristics of the handicapped child, 
especially in relation ic the degree of daily care required. A major factor 
involved in the reactions of upper- and middle-class sibs is stigma and of 
lower-class sibs is ••burden of ;are" for the aflTecicd child and is a recurrent 
iheme in studies of the families of handicapped children (30J. 

These studies were uniform in noting that the female sibs were more 
strongly afTccicd by the burdens of caretaking than were male sibs. More 
recent studic^i raise the question of an interaction effect between the sex of the 
sib and birth order. Both Breslau (361 and Lavigneand Ryan (37) in studies of 
sibs of children with congenital disabilities, leukemia, cardiac problems, and 
physical problems requiring plastic surgery reported significantly vnore 
adjustment problems in younger male sibs. That older sibs appear to be less 
affected by the presence of a handicapped child has also been reported by 
other investigators (24, 38). 

1 1 IS clear that the relationship between age and birth order is a complex one 
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that meriu further inmtifaiion. The ra'ationshie mav be verv d*n*nrf^. 

.I«<lcveIopme«ullp,c««c.ofbo.h.hechW^^^^^^ 

uMne.nd.cal.on that handicapped individuab increasingly diuMptrmSy H e 

may be an important .nterveaint variable. -wwa 
The severity of the child's handicap also can be expected to affect how »di 
|he.*ad,«ts.odai^^ 

the body of the evidence indKate* that sib* are more adversely affected hv 
«K«severely handicapped bnnher, and sisleo. such findin^^^ 
by othvT varjables such as SES. family rize. sex of sib and 

comnbution to the adjustment of sibs u warranted 
The hteralure on the psychosocial adjustment of sibc .lotes the influ^nr. 

Open coniniunicat.on about the child's handicao and the «hnu^ ^! 
willingness of the parenu to convey posiiWc^ZiJ^J^^^^TliSt^ 

' 'J^ti ^ of •«« variables of parental auitudes U unTr 

CONCERNS OF StBS 

nhlZ'^r*' •dJustment is important to the 

plann.ng of counscl.ng support and/or in.er.emion wi.h the site of ch Id en 
wuh chron.c conditions. Of equal imoort to the cfmn^t^Jl u 
expressed by the sibs themseWes Xa e hi S^^^ H . "-V^" 

I) Mow do we deal with parenu who do not or will not discus, .h. 
^pina b.fida) m the family?" [43). /»"upny, 

II "-Un'^AT r '"""'^'"PP^'l ^ib'ing do and what can't he doV 1441 

I - wZn ,uT°^'' ^'^''^ «° handicapped?" (J4I 

4 What ,s the future go.ng ,0 be like for my brother?" (441 

5) How docs my retarded sister understand what she has? How does sh. 

d^'-T/sr"'" what he 

7) "What will happen to my brother if my parents die?" (43). 
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8) "Why docs my ststcr go to the doctor's so often?" 

9) "What does the psychologist do with my brother when she lakes him 
into that liiile room? What's in the box she carries?" 

10) "My sister has the same parents and grandparents as I do. Wc have a 
lot of things in common. Docs that mean 1 am going to have the same 
problems she docs?" 123. ?.4. 45-47). 

A primary need that sibs express is one for knowledge and information. The 
nK»l common clinic procedure allows for conveying the diagnosis to parenu 
Under the most optimal ofcondilions conveying the diagnosis, and clcarb tnd 
understandably conveying the etiology and ramifications of the condition are 
extremely diflicult tasks even between adults. The assumption that parents 
can or will, at this very emotionally laden stage of their lives homeand 
convey the informaiion to brothers and sisters may be unfounded. Some 
parenls may be embarrassed if their child has t condition such as ment, 
retardation and may prefer only to tell the site that the child « sick. Other 
parents may have a difficult time explaining complex d,sorders such as 
Duchenne muscular dystrophy in words that a child can 

The expressed need for information and knowledge has impliaitions for 
clinic procedures and for the role of the counselor in working w.ih the families 
of handicapped children. During the period when the diajnosis •sconv,q|ed to 
the parenu and when initial questions are answered, clinic proc:.dure$ shouW 
allow for time to be spent with the sibs. alone, or with the parents The pcnod 
directly before the diignosis may have been a very busy time for the parent 
and the affected child. or2 filled --vith many diagnostic tests and appointments 
with a wide variety of professionals. The sib may be wondering >>'<^«ly »~"» 
what is going on nd may be feeling neglected. Some "specia t'"'' rj^'^e 
health staff in the c-^rly stages of working with the family may prevent 

'''TteT«!llh staff may also need to help the parents convey f 
the affected child's specific condition to the s.bs. Few books have been wntten 
specifically to fill this need. Notable exceptions zxc Becky s Slory by Bazmk 
m and The Sib Book: A Book ab^ut Facts and Feelmgsfor Broker: anJ 
Sisters ofChild.en with Special Needs that is being developed by the 
SEAFAM Project at the University of Washington 149J. For the m^t part 
however, the boc*. and materials that are appropriate in the h«ltn education 
of the affected child are equally appropriate for the ."t^ ^any of these 
materials are available from associations formed in ~nj""«:°" 
conditions (eg. Epilepsy Foundation of America. Juvenile D^a^'" ^^^^ 
lion. March .f Dimes). The Association for the Care °f Children 
(16IS Wisconsin Avenue. N.W.. Washington. DC 200 6) distribute., a 
listing of materials for children thai cover a wide variety of chronic illnesses 

"1L"tr^::;r':;:rc..vcr cv.n« inror..i..Uon to ..re... govern 
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conveying infonnation to sibs. Counselors need to be concerned about the 
accuracy of information conveyed, the amount of information conveyed at any 
given time, and the conceptual level of the informaUon. For young children 
the explanation may need to be very basic, giving only one or two points. Older 
children may want to know everything, including the genetics of the condition 
At no age is it appropriate to give incorrect information. Care is also uken not 
to place blame on the child or any other person. 

Another series of concerns of sibs revolves around their difficulties in 
interacting with their handicapped brother or sister: 

1 ) "How do I manage my brother?" ' [43]. 

2) "Am I supposed to discipline my sister? How? How do I get her to do 
what I want her to do?" [45]. 

It is not surprising that sibs have questions about how to interact with their 
handicapped brothers and sisters. How to interact eflTectively with their 
handicapped children and how to enhance the performance of good behaviors 
and decrease the frequency of maladaptive behaviors are common concerns 
expressed by parents. Feelings of sadness, pity, or overprotectivencss often 
prevent parenU from setting the limits their handicapped children need to 
differentiate acceptabfc from nonacceptable behavior. Yet parenU. as par- 
ents. have clear rcspor-sibility for the discipline of their children. With sibs this 
responsibility is far less clear. Sc.* of the immature or deviant behaviors of 
ihe affected child may make it even more difficult to develop effective 
methods of interaction with the child. 

It is imporunt for parents to convey to sibs their clear guidelines for 
child-child interactions in the family. While it can be assumed that praise and 
Ignoring the handicapped child are interactions that most parenU would 
permit between their children, the guidelines for punbhment are less clear 
The sibs must know for what behaviors, when, and under what conditions it is 
permissible for them to punish the affected child. The counselor can help both 
(he parents and sibs to learn that physical punishment, like hitting. U not 
usually eflective in teaching the child to stop or change the maladaptive 
behavior Thqr can be taught techniques like sitting the child in a chair or 
putting the child in his/her room for a short period of time. 

The largest number of expressed- concerns of sibs. however, appear to 
revolve around their ability to deal wim iMr feelings and how to iciinsocial 
stiuanons involving their handicapped brother or sister. 

1 ) "Why did this have to hippen to me?" (43J. 

2) "How do I handle my hurt feelings when my friends show off all the 
things that their brothers and sisters can do, like play baseball sing in 
the choir, or compete in math club-that mine can't?" (43J 

3) "How do I convey lo other people that I think living with my sister reallv 
has made me different in very positive ways?" (increased idealism and 



123 




118 



humanitarianUm 123. 291. more altruism and tolerance 12*. 50-521. 
increased feelings of family cohcsiveness. more shared «nP*«hy with 
people with problems, a greater understanding of the problems facetf 
by handicapped people i531). t^^^ua,«.„ 

4) "I keep feeling that 1 have to do extra things to 'make up for what my 
brotS can't do. like get better grades, or make the first stnng on the 

5) "Howdfle^iain tomy friendsabout my sister's condition?" "How do 

6) "Howd^Vlet my parents know that I really resent the amount of time 
t^5y spend with him?" 137. 551. ^ . . 

7) "How do I let my parents know that I think it's unfair that I always have 
to babysit her?" 1531. 

8) "What do I do when other kids tease my brother? 143] . 
Coun^toi can make parenu aware that sibs of children with chwnjc 

conditions do have a wide variety of feelings. It is important fo' Pf""^ 
know that their range of feelings is indeed wide-thai '"8^ J'" 

imJced very posiiive. and that others have negative ramifications for the 
development of the child and for family integration. In many situations, 
simply conveying this type of information is sufficient to elicit parents 
betevior change. Parents may then find themselves listening to what the site 
say from the vantage point of new understanding. They may « 
concerted effort to enhance the child development of the normal sib by Ukmg 
z new look at the distribution of household responsibilities and/or the sibs 
extracurricular activities. „ . . u 

The sibs. too. can be helped to learn to more effectively approach parenU. 
friends, and others in situations that involve their handicapped sib. Such an 
approach is described in the following section. 

MODEL PROGRAM DEVELOPMENT 

In response to those sibs' concerns that have been noted both in the 
literature and in clinical observation, the Department of Pediatrics at the 
University of Texas Medical Branch developed and implemented an orga- 
nized program for the school-age (ages 8-12) sibs of children with handicaps 
(561 called Skills for Special Sibs. The following description provides a 
framework for similar sibs' programs in both educational and clinical 
settings. 

InitiaUon PhaM 

11 is wise to remember that sibs' programs are for the most part preventive 
measures. They are designed to help children better undentand their own 
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concerns about living with « handicapped child, and lo develop a belter set of 
emotwnal and social copinf skills. Sibs' programs are often introduced to 
families without clear linkages between sib problems of life with a handi- 
capped child It has been noted that the verbal linkages are often not expressed 
by chiidrcn themselves until the sibs reach adolescence and the suge of fomtt^ 
opcratK,nal thought On the whole, people appear lo be more inclined to take 
action around problem situations rather than preventive ones; therefore, 
parents may be reticent to have the normally developing sibs participate in a 
group focused on the handicapped child. If parents see that thing. .« 
proceeding smoothly in the family, they may be worried that a sibs' group wm 
create I«obte|m that are not there." They may express a desire to "let wd 
enough alone^Life w,th a handicapped child, as life with any child, ha, iu 
normal number of "ups" and "down," and parents are aUo wncertied^li^ 
their normal site may be indiscrete about what they reveal concerning the 
family s private life. "Kids say the darndest things" is funny untiW C 
things IS a personalized statement that may be wrongly interpreted by perwn. 
ouu.de of the family. Other parents attempt to treat all theirVhildrJJ S 
and fcrly. and are concerned that a sibs* group will only enhan« tS 

if^r ^"«* handicapped^hSi 

Parents arc also com«med that their «,rmal sibs may come h^e S 
questions that they are unprepared to answer. Questions such as "Why ^ 
my brother have sla„|ed eyes?" "Does my sister know right from wrS^ 
What IS he going to be like when he grows up?" and "Who is going to take 

Jhe bhie " " ^ "'"^ '° "•'^ cf 

The initial stage in the preparation of a sibs* group is therefore the sensitive, 
considerate preparation of the parenU. This includes an open and honJ 
information exchange about what the sibs' group can be expected to dolS 
procedure utilized al the University of Texas Medical B^rich invoK^I; 
initial phone call to the parents and an initial family se»ion for parent, «S 
and handKappcd children together. The initia! family session haVtwo golf 
The first IS to convey information about the sibs' group-its oura^T 
techniques, expectations, etc. The second is to engage the wrmal sK 
response to questions about life with a child who has mentaVor p^j! 
problems. The tone established is one of the "specialness" of the sibs of S 
chiMren . . with the understanding that sometimes it's "special aood" imt«! 

Wha. IS the thing you like best about your brother?" They also «t the S 
for the future discussion of problems and concerns: "What's one thinVS! 
your sister does that you really don't like?" Other questions are aM 
mterfarnily relationships: "What's the most imporUnt thing you wouTd liS 
your parents to know about you?" "What would you like to k^ atai, ,3 
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brother o» sister'" The diicussion that evolves from the initial family session is 
usually sufficient to alleviate many parenUl anxieties about their children s 
participation in %nesib$'|roups. . . .. u ^ 

Parents are told that one of the purposes is to help the sib become a more 
infofmed and skilled person in relation to their handicapped brother or sister. 
Therefore, it U reasonable to expect that ihcy will go home with questwns that 
the parents may now know how to answer comforubly. In this event, the 
UTMB staff note that they are available to help the parents productively 
respond to their children's questions. 

Program Dav«lopm«nt 

The University of Texas Medical Branch siblings program. "Skills for 
Special Sibs: Learning to Live With Your Handicapped Brother or Sister, is 
ihwrctically based in the principles of the Social Learning Theory. It was 
designed to address the perceived needs of sibs to develop better behavioral 
skills to interact with the handicapped child in the family, and to develop the 
recognition of their own feelings and the social skills that will enable them to 
most productively interact with friends, parents, and other persons in situa- 
tions involving their handicapped brother or sister. 

The sib-sib interaction component draws on the work of H. Miller 157J in 
systematic parent training. His parent training model was adapted to the 
cognitive level of 8 to l2.year-old children. Units in this section teach the 
children basic rules of Social Learning Theory (ie. that behavior is learned, 
that you can change people's behavior by the way you act), how to praise their 
sib, how to effectively ignore, and how to sit down and ulk to someone about a 

problem. u l. 

The feelings and social skills component of the program draws on the work 
of A, Goldstein (58) in the teaching of social skills through Structured 
I earning Therapy. First, a short videotaped vignette is presented. The 
children in ihc tap-^d situation model the learning points for that particular 
session. The sibs in the group then role play situations on the Upe and are 
wfia/Zw reinforced for the performance of the correct behaviors and illustra- 
iion of ihfi learning points. Th? counselor and the sibs suggest other similar 
siiuaiions lo role play lo enhance the generalization of learning from the 
group session to the natural environment. Situations in the second component 
of ihe program involve labeling and identifying emotions, preparing for a 
conversation, preparing for a stressful conversation, and handling anger. 

Each vignette session incorporates children's sutements that may be i«ed 
as stimuli for further discussion. For example, in one vignette liana, who is in a 
wheelchair, looks at her sister and says, "Sometimes mom and dad don't 
think I can do many things because of this" as she hits the arm of her 
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wheelchair. Counselors use such statements to help the sibs relate to simitar 
issues m their own family. The variety of handicaps illustrated in the vignettes 
also form the buis for teaching facts about different chronic conditions of 

I:!"''!^??^..'"*''!?'"* handicaps (eg. being in a wheelchair) and 

invisible handicaps (eg, having a learning disability). 

A homework sheet provided at the end of each session provides a behavioral 
Msignment to be done at home. It gives the child an opportunity to practice at 
home those sblU learned in each session. Discussion of the homework 
assignment at the beginning of the foltowing session provides the group leader 
wuh a task around which to review the learning poinu of the previous session 
and to lead into the topic for the current session. »««« session 

A Children's Workbook conuins a short introduction to each session and 
the learning pojnts of the uped vignette. It contains activities for the children 
to complete during the session and the homework sheeu. A Teacher's Manual 
contains the transcripts of each session's vignette, detailed instructions for 
inducting the sessions, and additional ideas for role play and discussion 
Sessions «n be conducted with individual sibs during clinic visits or with 
groups of four to eight in a variety of settings. 

CONCLUSION 

Being the sibling of a child with special needs has a very special meaning 
Sometimes, this ••specialness" is very positive and includes pride in such 
events as the child's performance in the Special Olympics, a week of good 
behavior in school, learning to drink from a cup independently, a family outing 
in the community. Those events that may be common to other families and 
often taken for granteJ are seen as joyous milestones in families who have a 
child with a handicap. Sibs express a greater understanding of people with a 
wide range of problems and see their own growth and development enhanced 
through the experiences of daily living with a child with problems 

There arc ^hcr times, however, when this "specialness" may indeed have 
negative ramifications on the growth and development of the normal children 
.n the family. The necessary time that is devoted to the care of a handicapped 
child may breed feelings of resemment. jeahusy. and anger. Their own 
opportunities for peer socialization may be curtailed because of responsibili- 
tics of caring for the handicapped child at home. 

Parents, counselors, and other health providers need to be acutely aware of 
the dual nature of children's experiences in daily living with a child who has 
mental or physical prob^ms. Changes in clinic procedures can help the sibs to 
gam knowledge and understanding of the nature of the child's condition and 
help them feel ihey are an important part in planning for the child's future. 
Open, frank discussions and the skills training approach to helping sibs. deal 
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«Iih ihcir cmotioiw and iiluatlons with peers or <iduits involving the handi- 
oMcd ehiW will enhance iheir abililies to cope with iheir spcaal circum- 
Jnctt Only when we include the sibs in our therapeutic endeavor* will we be 
Ibtelosay that we take a truly integrated "family approach" to fostering 
optisral development in the lives of children with handicaps. 
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AftSTAACT 



Vt Studied the htalth care eccett (Ad utlllzttlon fitUms fbr • 
stratified randoi saiple of 1726 special education studentt In five large 
•etropolltan school systeis* Overall, 7 percent of tht special education 
students had no rtgular source of cere, 26 percent had no regular p^lclan 
entf 3$ perctnt had not visited a phjrslclan In tht previous jrtar; 13 percent 
h^d no health Insurance. Each of these Msures was worse for non-«4i1te and 
poorer children as ^11 as for those idiose wthers «4io had less fomel 
educatlm. Insurance coverage m associated with the location of a rtgular 
st'urce of care and physician visits, with 45 percent of tht uninsured 
children visiting a physician, as toeparcd to 63 ptrcent of thost with 
public Insurance and 66 percent of those idth private Insurance. Odds 
ratios for all health care access and «m aeasures showed strfMng 
geographic variations. Thus, even fbr chlldrrm Idtntlfled as handlcapptd by 
their coMBunltles, harriers to health care are evident and art significantly 
greater for groups traditionally at risk. 
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INTROOUCTiON 



C«m«t1y. 4.3 .niion ehlldrtn .r. ^e.lvlng »tr»lc.« within 

Mtlon'i Khooli btc.uK Of p^y,1c.^. dwrtopntnui or oductlonrt 
Mi.dlc«pi.» This roup of ehlldrtn caipriwt .pproxlMttly 11 perc.nt of 
tl>t ciMcntary and secondary school >opo1at1o«.> and Is itself vary 
•ittaroBentous. exposed of yoyngstors ^ ,rt -Wntally «tardtd. hard of 
Iitar1«9. dMf. spatch topair«l. «isoa1ly handlcappwJ. uriously oKtlonally 
dlst^rbad. orthopadlcally lapalrwJ. other hMlth l«p.lr«d and (those «ho) 
have a specific learning disability^ 

The health care needs of special education students ,rt likewise 
dlverse.3 For Miry, the o"r "tJor requlrwent Is a periodic physical cxa. 
to assure both the par«.ts and the Khool that no significant sensory. 
neurodevetop«enta1 or .etabollc prebia* entirely explains the child's . 
difficulties. For others, however, including Mrv of the MnUlly reUrded 
and those with serious physlcM or chronic health disorders. Mr« extensive 
•*»lcal 1n»o1v«ent Is requlr^l fbr the prescription. liapWutlon and 
■onltoring of therapies. 

Health services fbr the entire group of special needs children have 
taken on particular sallency sinre 1975. with the «,Ktwnt of the Education 
for All Handicapped Children itet (P.L. ,4-142). which ..ndates that each 
Child be educated m the "least restrictive envlrvimnf consistent with his 
or her needs.''* Seriously handicapped and chronically m chlldrsn who 
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wc4ild Mve btcn at Hm or In Inttltuttont fiftetn ytars ago art nov 
r«ct1v1n9 tducatlonal service through public school auspices and vany 
children with significant handicaps who «ould have been In special schools 
art now attending regular schools and classes alongside no»*hand1capped 
pttrs.' 

^.L. 94*142 conuins no explicit language about the provision of hHlth 
caf« services to special needs chlldren.^*^ let mmtovs educational Md 
•edical groups, recognising that adequau health care access and use can be 
prtrequlflte to Khool attendance end succesfiful Kheol perfbrwance, Mve 
Joined fdrxes to establish local. sUtt end federal Inttrtgency ogreeMiU 
to coordinate and deliver servlces.^'^ AntcdoUl reporU and individual 
projKt sumnes point to the success of specific tfforu.*** To datt, 
however, few Investigations have provided basic doKHptlve Infomatlon on 
the nedlcal c»-e of handicapped school-age children. 

To exaalne the patterns of vedlcal care access and use ewong 
handicapped children, the Collaborative Study of Children with Special Heeds 
Investigated the experiences of a probability sanple of over 1700 chlldrtn 
In five of the nat1on*s largest school systeas. This Hper prtstnts oaU on 
access to and use of health care according to study site, and child and 
family background characteristics. 

METHODS 

The Collaborative Study was conducted In five large urban school 
systns. seUcted for geographic, socloecononic and ethnic diversity: 
Charlotto-MecSclenburg. North Carolina; Houston. Texas; Milwaukee. Wisconsin; 
Rochester , New York ; and Santa Clara County. Cal 1 f ornia . The 
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eMin1ty>b*(*d design tns ct<osen over t 
tttch a design tffordcd tfw opportmlty 
Iftfbmatlon »ni dtUlled i»u on locil 
pollelct. 



mtlonal probtblllty taaple bcciuse 
to obtain both nationally relevant 
health care and special education 



Sjale. Ihe swple ms drawn nlng a stratified randn selection 
technique to ensira adequate iMfters of ehlldran with mon sever* but less 
CMor. problaas." This Mthed of saepling pcniu fentrallxatlons bcth for 
subgroups of children and for the special education population u a Mhole. 
In OKh S1U, the special education population of children in kindergarten 
through sixth grade Mt divided Into thrae strata based upon the school's 
designation of prlMry handicapping condition: (l) those with speech 
tapalrvents or learning disabilities; (2) those «ith oMtlonal and 
behavioral prob1«.s or cental lapalments; and (3) those with physical, 
sensory or health tapalnwntt. An initial s«p1e of 3100 children «ts 
selected, divided approxiMtely equally across the three strata and five 
sites. 

frm the Initial saple. 273 children (g percent) were ineligible to - 
participate because th^ had Mvcd out of the district. Mere no longer m 
special education, were siblings of others In the saiple. or had died. 
Consent «ms granted for 2048 ( 72 percent of the eligible s«p1e). frai which 
a randc* s«p1e of 1726 ms selected for study. A coiparlsen of the 
Ineligible studenU with the raalnder of the Initial SMple revealed that 
they Mere aore likely to be speech Impaired or learning disabled, but they 
did not differ significantly with reganl to age. grade, sex. rKe. or 
ethnicity. A coiparlson of the refusing and consenting cases on these tmt 
■easures revealed only one significant difference In one stratw and site. 
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fbr «<hleh adjuitxrit Mt Mdc «ihcn tmpU ••UMi mrt eonstnicttd. 

mnwrwitnt . In the tprlnj of 1*63, P«rtnt» wff* lBt*r*1t*«d tor «0 
■inuut o»tr m ttUphOftt In tlthtr EnglUh or SMnlMi by ftrwnntl frc« 
the UnWemty of llllnolt ivntf ttmrcti U6or«tory. Qntstlons ifco«t 
hum cart Kee»« •"d m wtrt b«»td upon thoM mti In tht tatlOMl Mertth 
lnur»1w Surwsy" mi tht BitloMl Strvty of Aeetu to IWIetl C«rt. 
Acctst «•« Miturtd using fOur 1i»d1c«tort: (iJ t*tthtr ths cMUrtn !s«d a 
rtgular lourct of cart; (I) tht location of thit rtgulor aoorcf, 13) «<itthtr 
thty had a rtgular phyilelan; and, («) iditthtr th»y «trt covtrtd fcir a 
m-Wau or public htalth iMoranct Han. Oft of atdlcal cart «M clattltltd 
into txo typts: (I) »rlMry cart, ceivostd of omlctt piwldtd kg itotral 
prKt1t1of»tr«, ptd1atr1c1an», InUmlsU and twlly prKt1t1ontr$; and, (I) 
tptclalty cart, c»po»td of wrvlcts pro»1dtd by all special 1»tt not lUttd 
cbovt, txctpt psychiatrists. 

The child's priMry handicap MS dtr1»td fro* th» partnt rtport of the 
Child's >aJor handicapping condition or probi-.' For prtstntatlon, tht 
population MS d1»1dtd Into t»« cltsttrs: thost with 'high pwaltnst* . 
conditions Including spetch, Itamlag. other dt»t1op.tnta1 , hmrKtWItjr, 
or twtlonal probltBS; and Chose with 'low prtyaltnet" co»Hl1t1ons. Including 
•tntal rttardatloo, Down Syndront. dtatntss, ctrtbral palsy, othtr 
neurological probltBS. or general -edlcal probltBS. The child's race or 
tthnlclly MS derived troi Khool r«ords: t«ny «1«, t«"y 1ncfl«. and 
•other's education Mre asked during tht partnt Inurvltw. lastd upon a 
felly's size and 1nc«e, Its sttnding rtlatlw to tht 1982 po»trty Tint MS 
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Statistical Ana1y>1>. EstiMtes presented in this pi^^r are based on a 
weighting procedure which conpensates statistically for the overswplfng of 
low-prevalence disability groups in the swple. Within each siti, weights 
were cwputed to generalize the wulU to the special education population 
of thai tlt^* These weights were then calibrated to toul the actual mMber 
of respondents In that site, so that estinates across school systm raflect 
an approximate average of the Individual site results* EstlMted sUidard 
trrors of percenUges. presented in the Appendix, also were cwputed UMng 
the swpling design into account • 

The total sanple lize of 1726 -Is large enough to provide wple 
sutistical power (greater than .80) to detect s»al1 effects*^* Within 
subgroups power does diminish, but as shown in the Appendix, estimated 
standard Mrron rcMain relatively mall. 

Constraints on Inference, Although each of the five twples is a 
representative probability swple of that district, their coabined results 
.cannot be expected to generalize to all school districts across the country. 
In particular, the fxus on Major Metropolitan araas »eans that, at best, - 
the findings say be reflective of national urban experience, but not 
s«all-city cr rural experience. Alto, because the data in the stu<ly are 
cross-sectional, direct causal inferences are not warranted* However, 
various statistically significant associations m described and considered 
fro* both statistical and practical points of view. 



K£SUITS 



Table 1 shows selected background characteristics of the study sites 
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tdth coMpirable nttlonal (teta If available. Taken together* the five 
cowufi1t1e$ eiKonpaffed a broad range of econculc c1rcum$tance»: .Rochetter 
and NIlMUlcee were relatively poor C0Miun1t1e$ spending higher than average 
mounU on education «ih11e Charlotte and Houfton had the converse pattern of 
being soMMhat «ore affluent and spending lower than average amnts on 
tducatlon. SanU Clara County* representing a third pattern, was the aost 
affluent district, spending average amnts on schools. The percentage of 
tiMntary school students In special education likewise spanned a wide 
spectnia froi 8 percent In Charlotte and Houston to 13 percent In Rochester. 
Each site had a subsUntlal slnorlty population, coMprlsIng at least 40 
percent of all elMnUry Khool students. In all sites but Santa Clara, 
BiKt were the predoilnant minority; Houston and Santa Clara had large 
fUMbers of hispanlcs as well. 

Regular Source of Care, location of Care and Regular Phys1can > 
Ninety-thrte percent of all special education studenu had a regular source 
of care (Table 2). This percentage was Identical to the national average of 
93 percent fin* all 6 to 17 year olds as rtported In the 1982 National Survey . 
of Access to Nedlcal Care.^* As previous surveys have fbund, however, 
health care access differed by geographic location and child and f»11y 
bKkground characteristics. ^^•^^•^'^ 

The proportion of children without a regular source of care varied 
seven-fold, fro« 2 to 15 percent, across the five cowiunltles studied. 
Houston and Charlotte rtported the louest percentages of children without a 
regular care source (IS and 12 percent respectively), lAlle both Santa Hara 
and RochesUr had alMSt total Kcew, with 98 percent of each slU's 
population reporting such a source. 
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BiKk and hUpflnIc children Mrt two and thrte tines as likely as white 
children not to have a regular sourct of care. Poverty sUtvs and «other*s 
education also «tre strong predictors. Nhiie the trend for lother's 
education m% linear, irlth higher »atema1 education associated with an 
Increased likelihood of the child's having a regular care source, the trend 
fbr poverty iUtus reflected the "U-shaped* distribution that has cm to be 
assocfated idth children's access to health cai^ since the tap1e»enUt1on of 
•iedlcald:*^'^^ Those living between lOOt and 200t of the poverty line were 
less likely to have a regular source than either those living above JOOt of 
poverty or those living In poverty. in addition, children with high 
prevalence handicaps were over twice fs likely as those with low prevalence 
handicaps not to have a regular care source. 

The ccaiparablllty between the special education population and the 
general urban school-age population ends when the configuration of carf 
sources Is considered: Only 63 percent of the tpKlal education students 
rwelved their care In private offices as coapared with 84 percent In the 
general population as reported In the 1982 Access Survey." The balance of 
caje for special education students was provided in hosplUI clinics and - 
outpatient departnents (19 percent), other clinics and neighborhood health 
centers (8 percent), and e»ergenpy roois (3 percent). SoclodOMographlc 
variations slallar to those fbr regular care source also were found: those 
chlV^ Mho were »4t1te, not poor, or had better educated Mathers were 
•ore likely to use private offices than those who were black, hispanic, less 
affluent, or whose others had less education. Rochester displayed a 
configuration of care sources significantly different than the other four 
sites, having the lowest percentage of children using private offices (48 
percent) and the highest percenUge of children using oth^r clinics (22 
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percent) • 

Wien p«rent$ of the sr/ec1»1 educitlon students were asked i^ether their 
Child hid a regular physician, approximately one-quarter said 'no.* The 
proportion was significantly higher—often In txcess of one-thlrd— »ong the 
swe groups with a higher likelihood of not having a regular source of care: 
biKks, hispanlcs. the poor, those with high prevalence handicaps, those 
with Bothers who were not high school fraduates* and those living In 
Charlotte and Houston. Ito "U-shaped- distribution by the fwlly's sundlpg 
relative to the poverty line was fbund-the poorer the child's fwlly. the 
Ust likely It was that the child had a regular physician. 

Because study site Is such a strong predictor of health care Kcess and 
Is assoclatr/d with different soc1oeconc«1c. rKlal and ethnic distributions, 
the question arises whether differential access to health care persists 
within tJie Individual cowunltles. Table 3 pemlts a closer look at this 
Issue, using the availability of a regular physician as the Illustrative 
•eisure of access. Wjusting ftor study site. soc1od€W>graph1c differences 
roiiln: non-whites, poor, near poor and low IncoM children, and those with 
high prevalence conditions or poorly educated Bothers ware all at least ^ 
t»/1ce as unlikely as their relevant conparlson group to have had a regular 
physician. The sne site where this pattern wis broken was Rochester, In 
which the general ixlodeawgraphlc differences observed across the swiple 
were not statistically significant predictors. While Individual sites »«y 
have aiore or less severe Inequities, the general pattern of differential 
access to health care ftnalns. 

Health Insurance Coverage . Table 4 displays daU on health Insurance 
coverage by study site and child and fwlly bKkground characteristics. In 
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the •sgrcgiu. Zi psrctnt of the uudMU nert coycrcd by . priy.tt pl.n. 32 
Ptretflt by . public plw. .nd 12 ptrctnt had i» hc.lth Insurant, .t .11. a, 
irtth the oth.r .ecu mutw^tt, hoMm. ttgntftcnt d1ff.r.nc.> I'n both the 
1».11hood of cover.,, end the typ. of pl.n «r, found by »c1od«,9r.ph1c 
ch.r.cter1tt1ct. 

Acrott the fl.-. ecwi«U1.». the percentege of students without .ny 
h..lth 1nsur.nc ».r1«l ftour-fold. fro- 7 p,rt:«t In S.nt. Cl.r. .nd 
•ochester to 27 percmt In Houston. The sites .iso y.rled In the type of 
<nsur.«» mllrtl. to th. wjorl^y of lu child,*,: prf,iic i„,„r.«e. mt 
th. wd.l ccv.r.9e in Rochester end miMukN «h11. priv.te cev.r.ge 
prtdafn.tcd In the rw.lnlng three sites. 

RKl.l .nd .thnic d1ff.rences .Iso wrc fbund-only 8 percent of «h1te 
Children were uninsured .s caip.r«l to 12 percent of blKks .nd 26 percent 
of h1sp.n1cs. The rel.tlve n.rro«ness of the g.p between bleck .nd white 
chlldrwt Is due In Urge p.>t to public cover.ge-SO percent of the blKk 
specl.1 eduction studentt were covered by Nedlc.ld. Title V. Crippled 
Children's or tmt other public insurer plM. Hlspwlcs. In contr.st. 
were f.r less likely then itfiltet to heve ^.d priv.te coverege. yet were - 
tquelly likely to h.ve hid public coverege. thus prtMlucfng the threefold 
difference In likelihood of .ly coverege. 

Caperlton by poverty ,t.ttts showed roughly si.ii.r proportions of 
uninsured children mng .11 but the not poor, who were et leest four tiMS 
less likely to be without coverege then those .t other incaw levels. The 
reletively «,u.l likelihood of covir.ge ipong less .fHuent grmips c.n be 
ettrlbuted to e Urge extent to Nedlc.ld. .nd . Usser ext«it to Title V. 
Crippled Children's .nd other public pl.ns. T.ken together, public sources 
insured 67 percent of th* - or. 35 percent of the neer poor .nd 21 percent 
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of the low IncoMe cMldren. 

Hat Insurance coverage associated with having a regular source of care, 
a particular cart setting, and a regular physician? DaU presented In Tabl^ 
5 show that aMng studenU with no health Insurance. 20 percent had no 
regular source of care and 44 percent had no regular physician. Anong those 
Mho were Insured* those with putllc coverage were as Hktly as those with 
prIvaU coverage to have had a regular source of : 3re (96 versus 98 
percent), but were i©re likely to use hospital or other clinics (45 versus 
20 percent) and less likely to use private doctor's offices (48 versus 73 
percent) . 

Physician Visits* Identification of a rvgular care .ource. a regular 
physician and an Insurance source does not necessarily guarantee that a 
child will visit the doctor. Table 6 presents the proportions of students > 
with primary and specialty care visits In the last ytar as well as the 
proportions with no physician visit at all. Overall. 56 ptrcent of the 
students had seen a prlaary care provider and 15 ptrcent had teen a 
specialist, while 38 ptrcent had not seen any type of physician. As with . 
the access weasurts, however, su^^group differences were large. ^ 

rhe proportion of children not seeing a physician In the last ytar 
varied alaost three-fold across the five c»»un1tles studied. fro« 20 
percent In SanU Clara to 56 percent In Houston, with the bulk of the 
difference found In the use of primary care. Only 36 percent of the special 
tducatlon students In Houston had betn to stt a primary care provider In the 
last ytar. as caipartd to 76 percent of the students In SanU Clara County. 

H^norUy children were less likely than i^lte children to have seen 
either • primary or specialty care physician. Considering both typM of 
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vltltt. only 48 percent of Mspanle children and 51 percent of black 
cMldren had >cen tny physician as capartd to 79 percent of Mhltc children. 
Poverty sutus and other's education also Mre strong predictors; m 
•antral, higher incoMS and Mre education were assoclatwl tritli Increased 
use. Nith respKt to Incoae, honever. a •u-shaped* distribution ms once 
•sain fttund. rwreallng that near poor .nd low InccM children were less 
Hkely to have teen ■ prlMry c«re provider In tm» last year than were their 
poorer or wre affluent peers. 

Differences awng children according to their prlNry handicapping 
ondltlon were fbund tor both Masures. with the gap far Mre pronounced for 
fpKlalty care than ftr priMry care. Those with low prevalence conditions 
-ere alMSt three tfws as likely as those with high prevalence conditions 
to have teen a specialist In the last year (30 versus 11 percent). Even 
mong those with the low prevalence conditions, however, 25 percent had not 
«eeo any physician during the year. 

Controlling for study tite, toclodcMographlc differences and health 
car^ access persisted In all hut one of the cMunltles studied. Table 7 
Oltplayt ttatlar infbrvatlon for health care ute-.the percentage of children 
without a prlaary care visit in the last year by child and fvlly background 
characteristics In each of the five tites. Adjusting for study site, 
soclodoMgraphlc differencet not only mined, but In vm cases were 
further highlighted: non.wh1tes, poor, near poor and low Incoie chlldrvn 
and those with poorly educated Mthers were two to three tlws as likely as 
their relevant coaparlton groups not to have seen a prlaary care provider In 
the last ywr. Moreover, subgroup differences, especially those by race and 
ethnicity, persisted In all five tlUs-.even those thst had aade great 
ttrldes towards equalizing access across groups. 
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Soc1od«iogrtph1c dlfftrtncei In utlllxatlon vert found In •> titts 
rtgtrdlttt of tht dtgrte of •cctii. However, the deU of Toble « s»»w tliet 
fbr Individual children, access wiS • strong predictor of use. ^iong those 
using doctor's offices, 71 percent of the children hid been to m . 
p)VSlc1en, es compared to SI ptrcent of those using hosplUl clinics, 57 
percent of those using other clinics, and only « percent of those without a 
regular source of care. Children il» had a regular p»v»1clan were twice as 
likely as those who did not to use both pf1»ary care and spKlalty care. 
Slnllarly. children who ware Insured under either a prIvaU or a public plan 
were twice as likely as those who were uninsured to visit either type of 
pt\ys1c1an. 

DISCUSSION 

This study exanlned health care access and use ••ong children 
Identified by the public schools as handicapped and In need of spKlal 
education. Although the special education aandates do not regulate health 
cm delivery procedures, there has been a preswptlon that children with 
educational disabilities deserve those health services that wy tnhance 
their ebinity to r«:e1ve a fret appropriate public education. The daU 
fro* this study suggest that the health care pattern for children In spKlal 
education Is greatly Influenced by the city and sUte In t^lch thty live, 
their race or ethnicity, and their soclCKonoMic background. Participation 
In special education does not necessarily guarantee Iwproved access ti» 
use of health care. 

Th« overriding factor associated with the children's health care Kcess 
MS largely beyond their control*-the city In lAlch they lived. Across the 
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f<« cwmmfU^i studied, the .v.n.bnity of . reswi.r wurc. of ctrt 
«r<*d iwefKfold. IniuraBca coverage varied fbur-fold end the .».lirt>nit. 
of . rejuUr pKyild.n »,Med over t».fbld. Study titet with ^ pjoreit 
«c.s.-.Ho«,to« .nd Ch.rlott....ere those «1th th, «.t .trinjent 
•MtMMty r«,«1r.iKnti for Nedlc.ld .nd th. «k.,t Infr.itructur. of 
public cnnlc, «Nl neuhborhood h«1th c.nteri. A, «1d«« of . ,erv1c. 
■odel that It wrtlnj In the fKe of tr««ndou( obiUdei. Hochtitir, NY. 
the poorcit ctwunlty ,tudl«d. ,tU1n«. , pr^pov^ion of chlldrw with • 
rtyuler »urce of c.re. . re,„„r p^y,1cl,„ , „ 
coverege «,«.! t» ««t of S.nU Cl.« Counly. M. the M.t .fr««,t 
co»«Uy ,t«d1ed. A5 evidence of ^.t r«.1n. to be done. Hou.ton. TX. . 
coMunlty »1th „ per-c.p1ti IncoM. h.d 15 percent of Itt 

tpecl.1 elucetlon itudenti without . regul.r source of c.re. 27 percent 
un1niur«i. 37 percent without . regulw- «,urce of c.r. end 56 percent not 
hevlng seen . phyHd.n m the p.tt ye.r. h contr.it to the unlfor. 
national tUndardt for the educational rights of children with dliibllltlet. 
there are no unlfon. standards fbr th««r ar their non-handlcapped peers' 
health care rights. 

Differential health care pattern for «h1te and non-white children in ' 
all CMunltles were clear. Black children were at least twice, and 
«0.etlws three t1.es. as likely as Alte children not to have a regular 
source of carv. not t» uie a private physician's office, not t» have a 
regular physician and not to tee a physician during the year. Due In large 
P.rt to Hedlcald. the gap In Insurance coverage between these two grvups has 
narro»d..blacks were uninsured only slightly ^re often than whites. 
Hispanic children, however, are even further reMved frm the health care 
lyite-. In comparison to W.1te children. tf*y were over three t1.es as 
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likely not tc have i regular wurce of ctre, not to hive • refluUr phyticlan 
and not to have Insurance coverage; In eadltlont thfy were ov^ tirtce as 
likely not to have seen a physician In the last year. Equality of access by 
racial or ethnic bKkground has ytt to be achieved, even ftor handicapped 
children* 

Poverty also differentiated the spKlal education population, %Hth the 
won affluent children fenerally having an ongoing rtlatlonsMp iHth a 4^ 
particular physician, usually offlct-based. idKi« they were very Hkely to 
see at least once during the year. Poor, near poor and low 1nc«e children. 
In contrast, were less 11^ely to have or use a regular physician, and often 
relied on hospital outpatient clinics or neighborhood health centers. 
Medicaid has changed the relaMonshIp between poverty and health cart for 
ch11di«n. however. Children living below national poverty levels were wore 
likely to have a regular source of care and use a physician than were their 
peers living between lOOX and 2Xm of poverty. 

less striking than the racial, ethnic and Incoae differences, a ch11d*s 
handicap was nevertheless a significant predictor of Kcess to and use of 
health care. Children with the high prevalence handlcaps-those with ^ 
speech, learning, other developnental . hype. activity or t«ot1onal 
probl«s..were only half as likely as those with the less prevalent 
conditions io have a regular source of care, to Klentify a regular physician 
and to vult a physician during :he year. Children with high prmlence 
conditions represent the bulk of these rtcel^lrg special edurat^on (over 70 
percent of the group as a whole); thus, the differential In Kc^tss and use 
affects large mmbers of cnlldren. Although them Is still um contr^rerty 
viong i/hyslclans and educates about the t-^t-rt of Iwolveetna that health 
providers should have with these children. u%ny developiwntallsts argue that 
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thof* with speech and Lnjuaje problai, .hould M»e periodic he.rlnj ttr 
•xmt and th.t tho» »<th u.rfllng probl.s (p.rtlcul.ny those with 
.U«tlo«,1 or .ctlvlty level probl«,) .hould h.« routln'e physlc.l 
.»»««nt, including . thortH,;^, hUtory. .neurologlc.l ,„,5»«,t ,„d 
«*n»ory ex«. E»en tbr ttete children whose need of ngul.r health ere 1, 
less contro«rsl.l-tho« wltJ. the low prev.lenc. conditions includlns 
«.nt.l re4.rd.tlon. Down Syndrce. c.rebr.l p,Uy. other neurologlc.l 
probl., „ner.l .edlc.l condltlon,_i« i, ie« thw perfect, with 25 
percent not seeing a physician during the year. 

The present study al» dewnstratet an association between insurance 

«.ll.btlHy of a r^ular «urce of car, .nd a «,ular 

physician, as well as a relationship between all thre« of these access 
fetcM and the use of care. Although a causal link cannot be established 
with cross-sectlonal data, this does wiggest that iKk of Insurance .ay be a 
-.Jor obstacle Interfering with the use of health services for those not 
linked to the systaa or wto ate unable to pay. 

How Lportant are the findings on whether children h.« a regular 
physician? Having a regular physician and visiting hi. periodically my not 
be particularly valued by um, f«iiies. R..«b.rlng the name of a ' 
physician and requesting a return appolntwnt to that per«.n my take second 
piece to Obtaining a visit at a tl.e W,lch can be «naged within a de-ending 
hoM and wort schedule. Moreover, distrust of professionals lead soh 
failles to desire anony-lty. The tm»U m»ber of physicians fr« .inorlty 
backgrounds also «y be a factor, as .ay the traditional hospital 
out-patient or dispensary «del with long welts and dependence on trainees. 
If these factors do contribute to the Inequities, policy l.pllcatlons are 
clear: better education of patlenU about the lieportance of continuity of 
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Mrt, attention to designing clinics that can peet the needs of wrking 
par«ntt» recri)1t»ent of •Inorlty health profeaalOftaU. and the establ Uh»ent 
of longitudinal training experiences »*ich encourage residents" and fellows 
to follow their patientt o»er the entire two or three ywrs of their 
training and to identify for their patients a sUff MMber idw will fee 
available to then over the lon9er tem. 

Continued attention to the health care needs of spKial education 
gtudenU should probably Uke plK« in the context of Iwprorid access and 
use for all children. »ut the patterns fdynd In this study suggest that even 
for the children society considers disabled. Inequities continue in the 
provision of insurance coverage, availability of a health care facility and 
establishment of a continuing care relationship. 



148 



J*- 



Uble 1: SoclMeaogrtphIc CharacUristics of the Study Sites 



Characteristic 



StiidySite 1979 1982 % Ele^nUry Rac«/£thn<city* 

Per UplU Per Pupil School Stadents I ^^^(^^f^'^^\r ^ 

Incoae ExpendlUire In Special Education Uhlte Black Hispanic 



Rochester, NY 


% 6,492 


$ 4,228 


13 


37 


49 


K 


MIlMukee, HI 


7,104 


4,242 


11 


38 


51 


8 


Charlotte. NC 


7,814 


2,570 


8 


57 


41 


0 


Houston, TX 


^,357 


2,696 


8 


19 


43 


35 


SanU Clara County, a 


9,545 


3,080 


9 


58 


4 


26 


HATIOHAL AVERAGE 


7,330 


2,913 


11 


t> 


b 


b 



a. Touls lay not add to lOOX because of students of other races or ethnic backgrounds. 

b. No conparable dau available. 



.-f^sicun o> duioy ^\tt and uiid and Mally Background Characttrlutlcs* 



Characteristic 



ftegular Source 
of Care 



No Yes 



ReguUr 
Physician 



Doctor's 
Office 
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AU SPECIAL E0UCA;!0N STUOeHTS 

study site ^ ^ 
Santa CUrt Ppunty 
Rochester 
Milwaukee 
CharlotU 
Houston 

Race/Ethnicity 
yhlte 
Black 
Hispanic 

Poverty Status 
Poor 

Near Poor 
Low IncoM 
Not Poor 

Mother's Eduution 

Non-High School Graduate 
High School Graduate 
More than High School 

Student Handicap 

High Prevalence Condition 
Low Prevalence Condition 



2 
2 
5 
12 
IS 



4 

8 
13 



7 
9 
10 
4 



93 



96 
96 
95 
88 
85 



96 
92 
87 



93 
91 
90 
96 



91 
94 

97 



92 
97 



HosplUl 
Clinic 



Other 
Clinic 



ER 



No 



Yes 



63 


19 


Q 


3 


26 


74 




6S 


9 


5 


0 


14 


86 




48 


25 


22 


2 


14 


86 




59 


29 


3 


3 


Z7 


73 




63 


16 


6 


4 


37 


63 




58 


17 


6 


3 


37 


63 




SI 


n 
1 1 


3 


0 


12 


88 




47 


29 


12 


5 


36 


64 




59 


13 


13 


1 


3S 


65 




42 


32 


15 


3 


34 


66 




S5 


24 


9 


3 


27 


73 




65 


17 


6 


2 


26 


74 




84 


8 


4 


1 


14 


86 




48 


27 


13 


3 


32 


68 




68 


16 


7 


2 


^1 


77 




83 


10 


2 


1 


11 


89 


















61 


19 


9 


3 


28 


72 


1 


70 


19 


7 


Z 


11 


36 
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Table 3: Odds of Not Identifying » ReguUr Physician by Selected Dewgraphic Characteristics within Stu4y Sites 



STUDY SITE 



Olographic Characurutic Santa Clara. Rochester, iiilw.uke.. Charlotte, teust^n. [iXi^AuS^.l] 

KT UI Uf TV 



(percent with no regultr pKyslcltn) 

Race/Ethnicity 



Non-White 
Sinple Odds fUtIo 


22 , 
9 

3.0*** 


16 
10 

1.7 


36 

13 

3.6*** 


49 

17 

4.6*** 


43 

IS 

4.4*** 


3 g*** 
(2.7/4I8) 


Poverty SUtus 
Popr, Neer Poor, Low IncoM 
Hot Poor 

Sinple Odds Ratio 


19 
'1 

1.9 


13 
16 

0.8 


27 
IS 

2.0* 


46 

17 

4.2*** 


44 
14 

4.6*** 


2.7*** 

(2.0» 3.7) 


Mother's Education 
Non*H1gh Sch^^l Graduate 
High School Graduate 

Sinple Odds Ratio 


24 
11 

2.5** 


13 
10 

1.3 


33 
19 

2.1** 


47 

27 

2.5*** 


46 

28 

2.2*** 


2.3*** 
(1.8.'2.9) 


Student Handicap 
High Prevalence Conditions 
Lof Prevalence Conditions 

Sim>U Odds Ratio 


16 
8 

2.2 


IS 
9 

1.9 


28 
19 

1.6 


39 
^S 

1.9 


43 

13 

4.8*** 


2»3*** 
(1.8, 3.0) 



* P <.os 

** p <.0l 

P <.ooi 
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Tible 4: Health In$ur»nce Coverage by Study Site. Child and Family Background 
Characteristics. 



Type of Insurance Ccvtraqe* 



Characteristic 



None 



Public 



Private 



ALL SPECW». EOUCATIOH STUDENTS 

$Udy Site 

Santa Clara County 

Rochester 

Milwaukee 

Charlotte 

Houston 

Race/Ethnicity 
White 
Black 
Hispanic 

Poverty Status 
Poor 

Near Poor 
Low Income 
Net Poor 

Mother's Education 

Non-High School Graduate 
High Schoo' Graduate 
More than High School 

Student Handicap 

High Prevalence Condition 
Low Prevalence Condition 



12 



7 
7 
8 
12 
27 



8 
12 
26 



•6 
16 
18 
4 



20 
8 
4 



12 

11 



32 



14 

52 
52 
25 
18 



19 

50 
20 



67 
35 
21 
7 



44 

26 
18 



31 
37 



56 



79 
44 

41 

62 
56 



74 
40 

ss 



19 
SI 
63 
89 



37 
68 
78 



57 
'55 



a. Percents wy add across to wre than lOOX because a student iwy have both private 
and public health insurance coverage. 



o 152 
ERIC 



147 



^^AV& ten?: ^^''•'"'^t^ Of . «„u„r 



location of Regular Source of Care Percent 

as. ;5 i 

ip«rctnt reporting car« "ocationj — : ■ 



None 


S2 


18 


S 


Public 


48 


32 


13 


Private 


73 


13 


7 



5 20 44 

3 4 27 

2 6 21 
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Tible 6: Use of Prlwry ind l7tc\iny C«rt FhyslcUns by Study Site ind 
Child ind Fwlly Background Chiricterl sties. 



Charicterl sties 



ALL SPECIAL EDUCATION STUDENTS 

Study Siti 

SanU CUn County 

Roehester 

Milwaukee 

Charlotte 

Houston 

Raee/Ethnlelty 
Mhlte 
Blaek 
HUpanle 

l>overty SUtus 
Poor 

Near Poor 
LoM Ineome 
Not Poor 

Mother's Education 

Kon-HIgh School Graduate 
High School Graduate 
More than High School 

Student Handicap 

High Prevalence Conditions 
Low Prevalence Conditions 



Primary 
Care* 



56 



76 
63 
60 
45 
36 



74 
46 
41 



51 
45 
49 

72 



45 

59 
73 



54 
66 



Specialty 
Care**. 



15 



19 
9 

15 
17 
13 



21 
9 
13 



9 

10 
16 
21 



9 
17 
21 



n 

30 



No 

Physician 
Visit 



38 



20 
34 
35 
45 
56 



21 
49 

52 



45 

50 
43 
21 



50 
34 

21 



41 
25 



NOTE- Percents may add across to ^rt than 1001 because a student wy have seen both a 
pr^M?; cari provider and a specialist In the last year. 

includes general practitioners, pediatricians. Internists and family practitioners, 
b. Includes all specialists not listed In (a), except psychiatrists. 
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OcM)graph1c Chartcttrutlc 



Stu4y S1U 



SanU CUr<» 
CA 



Rochester, 
NY 



Mllwaukct, 



ChirlotU, 
NC 



Houston* 
TX 



(percent iilth m priMry cere visit In lest year) 



Adjusted Odds Ratio 
(95X Confidence 
InUrvel) 



lUce/EthnlcIt^ 



ERLC 



yhlte 
Non-yhlte 


16 
37 


28 
42 


28 
48 


36 
67 


Slaple Odds Ketlo 


3.2^ 


1.9« 


2.3*** 


3.7*** 


Poverty SUtus 

Poor, iter Poor^ low Incoae 
Not Poor 


37 
15 


39 

25 


42 

30 


65 

33 


Slaple Odds Retio 


3.2*** 


1.9* 


1.7 


3.9*** 


Mother's Education 

Non-High School Graduate 
High School Graduate 


44 

19 


44 

26 


41 

39 


69 
45 


SlAple Odds. Ratio 


3.4*^ 


2.3*** 


1.1 


2.7*** 


Student Handicap 

High Prevalence Conditions 
Low Prevalence Conditions 


24 
26 


38 
32 


42 

30 


59 
32 


Sinple Odds Ratio 


0.8 


K3 


1.7 


3.1*** 



* p <.05 
** p <.01 
** p <.001 



32 
72 

5.2*** 



73 
47 

3.0*** 



73 
57 

^.0** 



66 
51 

2.0** 



3.0*** 
(2.4, 3.7) 



2.6*** 

(2.0, 3.3) 



2.3*** 
(1.8, 2.3) 



1.7*** 
(1.4, 2.1) 
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Table 6; Use of Primry and Specialty Care Physicians Ky Location of Regular 
Source of Care» Availability of a Regular Physician and Health 
Insurance Coverage 



No 

Access Measurt Prlnary Cart Specialty Cart Physician 

Visit 



Location of Regular Source of Care 

Doctor's Office 65 18 29 

HosplUl Clinic 44 11 49 

Other Clinic S5 ^ fi 

ER^rgency Room 26 3 73 

No Facility IS 9 75 

Regular P^ys1c1an 

No 30 9 63 

Us 65 17 30 

Health Insurance Coverage 

None 35 10 58 

Public 58 12 37 

Privau 60 18 34 
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APPENDIX 

The stratified nndom selection technique necessitates the 
use of I specialized fomula for calculating standard 'errors of 
estliates.*^ Estimated errors for the percentages 10, 30, 50, 70, 
and 90 are presented in Table A for estfaates based upon the full 
sample of 1726 and selected subaroups. 



Table A: Estimated Standard Errors of Percents. 



Percent 



Characteristic 



ALL SPECIAL EDUCATION STUDENTS 

STUDY SITE 

Santa Clara County 

Rochester 

Hllmuicee 

Charlotte 

Houston 

Race/Ethnicity 
White 
Black 
Hispanic 

Poverty Status 
Poor 

Near Poor 
Low income 
Not Poor 

Mother's Education 

Non-High School Graduate 
Hlqh School Graduate 
More than High School 

Student Handicap 

High Prevalence Condition 
Low Prevalence Condition 



Sample 10 or 
Size 90 



1726 



347 

333 
35? 
3bi 
340 



755 
678 
251 



397 
315 
268 
586 



614 
565 
419 



931 
792 



30 or 
70 



50 



{estlmatsd standard error) 



1.0 



1.8 
2.0 
1.9 
2.4 



1.7 

3.2 
2.6 



2.9 
2.3 
2.8 
1.8 



1.8 
1.7 

2.3 



1.1 

3.0 



1.5 



4.1 

2.8 
3.1 
3.0 
3.6 



2.6 
5.0 
4.0 



4.4 
3.5 
4.2 
2.7 



2.7 
2.5 
3.5 



4.6 



1.6 



4.4 
3.1 
3.3 
3.2 
3.9 



2.8 
5.4 
4.4 



4.8 

3.8- 
4.6 
3.0 



3.0 
2.8 
3.9 



1.8 
5.0 
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CAROLINA INSTITUTE FOR RESEARCH 

ON EARLY EDUCATION FOR THE HANDICAPPED 

Funk forttr Grah*m ChiW Dtvelopmeol Center 

301 NCNB PUzi 322A 

Chipet Hill, N.C. 27514 • (919) 962-2001 



April 10, 1985 



Select Comnittee on Children, 

Youth anJ Families 
Room 385, House Annex 2 
Washington, D.C. 20515 



Enclosed are some materials that may be of interest to you. The Marital 
Dissolution data enclosed (separation and divorce in families of young (birth 
to 5) handicapped children) are for 399 autistic children, but I have similar 
data on 1050 children with a variety of other handicaps. The stress of having 
a handicapped child is real. The need for early services is also real. 

The green pages marked indicate the results of a survey done of state 
departments of Health, Education, Mental Health, Mental Retardation/DD, and 
Social Services in eight randomly selected states. Our results indicate 
that present social policies are better at substituting for families of 
handicapped children than at supporting them. This results in needless insti- 
tutionalization of handicapped children at tremendous emotional and economic 
cost to families and taxpayers. 

The need fT respite care and other services is highlighted in A Family 
F ocus for Intervention (p. 151), as is the comoa'^ison of high stress/low stress 
^amines, inis chapter also includes informa* jt on fathers and siblings. The 
jevelopmentai Perspective shows family servi: needs as the children grow oldeF 
(pp. lb7'I29) ano also tells about the redi. rate of institutionalization 
found for a family-centered program (p. 132 The Support for Families paper 
identifies the most important sources of supo. t for ibu parents. Hope some of 
this IS helpful to you. 

I've also enclosed a list of some recent publications from our project. 
It you'd like any reprints, just let me kr/w. 

Thank you for your efforts on behalf of families of handicapped children. 
Let me knovt if there is anything else I can do to help. 



Sincerely, 

Mane H. Bristol. Ph.D. 

Senior Investigator 

Research Assistant Professor 

Division TEACCH, Department of Psychutry 

Enclosures 
M^«/Jmc 

Th< FfJiok Poller CfJiKjm Child Oevelopnwil Ctnlef tl / dtviwon o' Ih* Child Dev*lopm#o! Institute 
Thf UmvefMlV oJ Noilh Cuioltru *l Chiptl Hill 
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Mf/r}tal Dissolution m Families of 
Young Kanoicapptd and Nonhandi capped Chilclren 



M. H. Bristol, R. HcConnaughey, F.. Schopler 



Handicapped Children's Early Education Program Conference 
Washington, D.C. 
Deccmher, \98'i 
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tfeTidlcacoed 



n 



[ij = Ajtistic and ;^tistic-Hke 
^'^^ children (N = 399) 

nnni = N.C. 5% census Sanple (NC) - H\ 
^'^'^^ (Total N = 8882), 

n?»'^ = U.S. .1% Census Saiple 
(Total N = 6767) 
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Figure 1. Marital Dlssolutton (Separation & Divorce), In Fanillies of Handicapped 
and Nonhandlcapped Young (<6) Children. 
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Figure 2. K^rital DlssolcMon ^Separated and Divorced) in Caucasian Fannies 
of Young «5) Handicapped and Nonhand: capped Cnildren 
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^1 figure 3. Karltal Dissolution (Separation or Divorce) In Black Fanilies of 
Young Handicapped and tonhandi capped Cnlldran 
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WHITE 
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1^ Firstdom handicapped children 
[2;J[3== NC Census Norhandiccpped Ssi^Jle 
^•7^1^= US Census Nyihandicapped Saniple 
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Figure 5. Marital Dissolution in Families of Handicapped and ftonhandicapped Young Oiildren 
with All Children in All Families <6. 
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Paptr presented at the International conference of the National Society for 
Autistic Children. June. 1982. Boston, MA. •«wonai socmy Tor 

Work With Fitttlllea 
SUPPORT FOR FAMILIES 

or Aunsnc awo AunsncuKE children 

Mirle M. Bristol 
Division TBACCH 
Dip«rt»«nt of PsychUtry 
Itelvtralty of Morth Owolin* 
Qiapel Hill, north Cirolln* 27514 

At part of the TBACCH progra« (^aatnent and Education of Autistic and re- 
latad Cpwnunlcation handicapped CWldren), Eric Schopler and I are looking et 
the l«pact of autistic children on their families, trying to come up with ane- 
vers ro two questions. First, what Information could we collect when we first 
meet a family that would help us predict which families are really hurting, 
which may be most in need of assistance? Ho natter how skilled and dedicated 
you are, if you're in a service program, the bodies are piling up at the door. 
There ere 24 hours in a day and 36 hours' worth of work. There's the phone call 
you didn't make, the hoae visit you didn't got around to today, the letter that 
you're going to write tomorrow. We're trying to see if we can Identify the fam- 
Hies most at risk. The people that, no natter how busy we are. we've got to 
reach now. 

The second question that we're asking is In which families are making It 
and why? For example . some studies show that in families of retarded children 
the divorce rate may be three times the national average and the suicide rate 
twice as high a5 average. But other families report that their marriages are 
stronger because of the handicapped child, that they feel there Is a shared pur- 
pose in life that wasn't there before. I don't mean that these people are never 
defeated, never overwhelmed, never feel like giving up. but somehow they spring 
back while other families are simply overwhelmed by the stress. We want to know 
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what dirferentiatea these two groups of ftBlIles. 

Our Initial atudy asaaaatd 40 Mthara of autistic children. Of these 40, 
«• coMpartd the hlghaat a tress ^roup, (top quart lie, 10 aothsrs) and tbm lowest 
stress group (bottoa qusrtlls, 10 aothers). Both groups wsrs coaparahle in 
tsras of fsally Incoae, aothsr's age, nuaber of children In the fkally, and 
Ruaber of Bothers working outslds ths ho«e. All chlldrao In both groups of f sa- 
llies had been diagnosed as sutlstlo and both groups had eoaparabls peroantagta 4 

i. 

of sevsrely and alldly autUtlo children, tet one of thaae groupa ,waa raally 

I 

atreeeed and the other group wae doing quite veil. Vhy vere coae of these faa- 
lllee Making It whle othere eppeered to be going under? 

One factor that dletlngulehed the highest strsss group fro« ths lowtat was 
ths charactsrlstlcs of ths chlldrsn and thslr snvlronaente. Although older chll- 
dren tended to ba aore atreaaftil than younger children, tlxe child oharaoterlatles 
that aepareted the high streas froa low atreaa groupa of faalllea were generelly 
not fixed or Imutable, but rether thoae that, within llalts, could be changed. 
Perenta In the high atreaa group had children with aore difficult personality 
problens (often behavior aanageoent problems), fewer aelf-help akllla and e greeter 
degree of dependency, e leek of activities, and fewer services and prospects for 
Independent living. 

Another factor separating the higheat froa the loweat atress groups was the 
edequacy of the aupport that these people received froa what we call the In- 
formal support network of apouae, parents, families, close friends, end other 
parents of handicapped children. 

In problems of inadequate support from relatives, I thought at flrat that 
this reflected the loss of the eytende(; family because of geographic aobillty, 
i.e., familiea moving away from kin. On closer atudy, however, we found that 
In the highest stress group which rated relatives aa much lesa helpful than 
relatives of the low stress group, eight out of ten families had relativea who 
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wer«, In fact, available; they Juat weren't helpful. 

Parenta deacrlbed aoae auch relativea. Firat there la the -poor baby- 
group. The aether would eay. -I can't bring Johnny over to ay Mother'a - all 
ahe doea la say 'Oh, poor baby. If he wants a cookie, give hl« a cookie. '- 
Beelcally, auch relativea baby the child, never uklng any deunda on him. They 
slaply ref\iae to think that he la capable of anything. 

The second group la worae. They are the relatives nho laply -There's ..othlng 
wrong with your child - there's probsbly a great deal wrong with you.- There 
-IS a nother-ln-Uw who said, and this Is a quote. -If I had that kid for two 
weeks, he could talk." I suggested, ^ell, give hla to her for two weeks - 
you've got a winner here no matter whst: You get a two-week break and It will 
shut her up for years.- Then there's tr.c line: -There's never been any of that 
Bort of thing on »y aide of the family." You've heard that one. The third group 
of ao^t helpful relatives Is made up of grandparents who pretend that the child 
Is absolutely normal. They say, "You're just too worried about It - he's a 
beautiful child and I don't want to hear any moro about it.- 

The last group of stress-producing relatives consists of those who. If you 
aay. -Oh! I had a terrible day," ssy, -I told you to Institutionalize that kid - 
I told you there's no sense beating your head agslnst the wall.- 

TM data show pretty clesrly tbst the informal support network la very Im- 
portsnt and Is significantly related to stress in the family, so whst can we do 
about It? I think wr had better begin to talk about network therapy. We need 
to get better at creating responsive environments for parents so that they have 
sources of reinforcement and support out there. 

Let me give you an example. There was a mother who had a young aon who 
threw things - he would throw everything - cups, balls, books, furnlt<ire. She 
told me that if he didn't stop throwing things their hcuse would be destroyed. 
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I developed a super program that got the child to stop throwing - except on 
Wednesdays and Saturdays. Then his throwing would reach all-tlne hlgha. The 
program was clearly falling apart. I a^ked his mother, "What happens on 
Wednesdays and Saturdays," She answered, "Well, those are the days that his 
father Is hone." I brought the father In and told him that we were working on 
the throwing and the child seemed to be doing well except on the days that the 
father was home. I asked If he had any Idea why. He answered, "Tou»r« damn 
right I do, Tou know what? It»s the only normal boy thing that this boy can do." 
I was extinguishing the only behavior that this man valued In his aon. Can you 
Imagine the support his wife was getting? lou can't Juat think about who'a 
going to reinforce the child; you also have to ask who's going to reinforce and 
support the child's mother, Tou have to be thinking of the other people around - 
do they understand what It l8 that you're trying to help the parent do? 

With a larger group of 150 parents of autistic and communication Impaired 
children, we decided to find out where people wen getting their support. The 
parents we aaked, Identified as most helpful to them as the parents of a special 
chile, parent-tralnlr^ and special education programs, their spouses, their own 
children, parent groups, the mother's relatives, and summer camp. Not much help 
wa» reported from public social or health services or from churches, although In 
our other studies parents have consistently Identified their personal religious 
beliefs as Important In coping. This study was conducted In North Carolina and 
parents ranked the TEACCH program as being significantly more supportive than 
other parent training or education programs. Ihese ratings of helpfulness were 
not correlated with a measure of social desirability which suggests that parents 
were not Just telling us what we wanted to hear. 

Kesplte care was listed as nonexistent for two-thirds of the families. Another 
problem was that although every child had some sort of educational program, 58% 
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h*d no recreational prograa. We are trying to incorporate Into our aUte-wide 
programs provlalona for a aupportive environaent for parents 'that would Include 
respite care and recreatloaal progra«a. It's so easy to think only In terms of 
tht child, even If you've got what'a called a parent program. The focus of 
Intervention often tends to be on getting parents to help In changing the behavior 
of the child. This is very Important but Is only one aspect of a good parent 
program. Equally ImportAnt. ve have to give parents the kinds of service, and 
•upport that mil enable them to malnUln their self-respect as persona md 
have time for themselves and their other family members. Som.tl.es what parents 
need from professionals Is mora -peralwlon- not to feel guilty for not spending 
their whole life on their child, and more encouragement to do things Independently 
of the child. 

What we can provide professionally is network therapy. In which we reach 
out and strengthen the Informal reinforcing network a parent la part of. We can 
help parents identify another network they can belong to. and that Is KSAC. 
Parents can provide support lor each other that cannot come from a professional. 
Professionals must acknowledge that they are but a moment In these children's 
lives. Only if a parent has an adequate continuing support network, can he 
or she hope to cope with the ongoing stress of caring for an autistic child. 
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Prepared Statement op Disability Rights Education and Defense Fund 

The Disability Rights Education and Defense Fund (DREDF)* is pleased to subnjit 
testimony in this historic hearing. We commend the Select Conmiittee and its Chair- 
mui, KeptBsentative Miller, for the concern and interest for disabled children and 
their families which is demonstrated by this hearing. DREDF shares the commit- 
ment of this Committee to make families with disabled members visible and to 
make their needs a matter of top national priority. Too often tlie rhetoric of the 
1980*s about families and family values presumes that all members are white, 
middle class, and able4x)died. This Committee's effort to solicit the concerns and 
views of families of disabled children demonstrates a true commitmeut to all chil- 
dren and their families. . , , .x^ X 

DREDF, an organization run by disabled adults, works closely with parents of dis- 
abled children. Initially our work involved individual and group advoca<^ to attain 
educational rights under the Education for All Handicapped Children Act (EHA). 
Our involvement in the educational rights of disabled children stems from our fun- 
damental commitment to the full int^ration of all disabled people into the Anaen- 
can mainstream. Fbr this reason, our work in the area of education has focused on 
attaining integrated placements for children who have historically been educated m 
segr^ated facilities. The purpose of education is preparation for future adult role^ 
Segpregated education is based on the view of disabled people as dependent. A child 
who is segregated from his/her peers is deprived of the critical preparation in social 
development necessary to interact as an aidult in the mainstream of American life. 
Segregated education is tied Wstori(»lly and philosophically to institutionalization. 
Integrated education is the foundation of the goals of the disability rights movement 
of independence, autonomy, dignity, and productivity. 

Our work on educational integration has been with families who have made the 
decision to keep their severely disabled children at home. This is the most funda- 
mental "integration" for the child and for the family. These families claina the right 
to be part of their communities. TTiey have rejected recommendations by doctors 
and social workers to institutionalize their chudren. They want to function as a 
family. Unfortunately, the service delivery system is designed to penalize them for 
their choice. Services whfch would be available for their children in outof-home 
placements are unavailable at home. This is so despite the fact that providing serv- 
ices in the home is significantly less expensive. . 

Currently, California is serving about 64,000 people with severe disabilitiM^ £1 
regional centers, at a cost of approximately $206 million per year. About 8,000 per- 
sons are in eight state hospitals at a cost of $?04 million per year.^ Tlie average 
service costs for each of the 1,300 children living in California s state hospitalsis 
about $38,000 per year.* Those children living in proup or family care homes cost 
ebout $2,500 per year.' Families receiving respite (m- and outof-home) services cost 
about $237 per year.* Hence, the State of California spends about $59 million per 
year to support placement of children out of their homes. Only about $5 million is 
spent to assist families in keeping children at home with their families.* 

The studies confirm that provision of respite services for famines with severely 
disabled children is a mayor factor in preventing institutionalization.* ' 

Nevertheless, California instituted massive respite care cuts in 1984. DREDF rep- 
resented many parents in their appeals. Through this process we became intimately 
familiar with the daily lives of families with severely disabled children. Each famuy 
that we represented had an undying commitment and a willingness to endure unbe- 
lievable haridship to succeed in keeping their severely disabled child at home. Par- 
ents who make this decision should not be constantly tested— often to the point of 
family and personal dysfunction. These parents should be rewarded— not penalized. 



» DREDF 18 a national disability civil nghts organization dedicated to securing equal citizen- 
ship for 36 ir.i:::.n disabled Americans DREDF accomplishes its mission through education and 
advocacy. DREDF has J.cciauarters in Berkeley. California and a governmental an\\n ofTice in 
Washington, EC. . ^ . ......... «i 

» State Council on Developmental Uu*ab;]:»»*»8, California Developmental Disabilities Plan— 
1984-86, part 1, p. 35 (Sept. 23, 1983) 

» Id., part in, p. 36. 

Md. 

Md. 

5 Id 

»See, State Council on Developmental Disabilities, Respite Services for Californi ana with Spe- 
cial Developmental Needs California Institute on Human Services, Sonoma State University 
(May 1982) 
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in L T^'' " Of one Of our cases illustrates the problems with public policy 
n^r^^i!!"- ^-^ °"«,<=^' a single mother with two sons had recenUy started a indn- 
^J^X^^ 11^ technology after many years on welfare. She hadsomwnTC, 
care for her disabted son between the time he came home from school and she^wme 
SmXr'"''- J^lf*^** threatened to take away this service The ody opUoX 
ten tiStiof"™ '''^^ -»-«««^. active 

aii^L f involved children (often teenagers) who require constant care for 

a^l daily actmties-eatmg, dressing, toileting, etc. Many chUdr«n must be S ten 
to twenty times a day. The emotional and physical strai on parents (ofl»n m^ere" 
IS tremendous. This is exacerbated by the fact that every 9mdce-^«itk)n rw^ 
pite^ equipment recreation, transportation-require a\^rNSSr~m^^ 
those who sit arid wait for it. Not only are disabled children viewed TL»nd<laffl 
citizens, but their parents are treated as such as well. Parents wlw fightl^M^v^ 

nnSi?5^"^- ^ '^^^ 'J™'^ joy-the fights bring anguish. 

DREDF IS pleased that this Conunittee took the opportunity to hear from narpnta 
thernselves. They are not asking for pity-th^ ar^TS for s^^rt 
^^^"i*^'"';^ '^^ children-are unavSableTor s^^rely^wS 

at Jiome ThMe famihes deserve our respect. This hearing givM them vour r^upct 
We are hopeful tiiat your exploration of tiiese issues wUl ff^the foundati^^a 
comprehensive support>services policy for disabled children and the"r f^iL 
Thank you for your interest and your action on tiiis important issue 
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UNITED CEREBRAL RMJSY« 

ASSOCIATIONS. INC. 

66 Bmi 34tti Strett. N«wYorfc, N.Y. 10016 



(212)481>6300 



AsTiX 30, 1965 



Nr. OMTg* KUltr 

Select OcMittM <m CbUdrtQ, 
Tooth aad FMdll«s 
U.S. Bdkui« of S<pr«ssBUtlTM 
385 BOOM Office BulXAlng Anacx 2 
ttesfaii^toa, DC 20915 

Dear W. Nlller: 

I mppnd^U your letter of AprU 15 irtiich eddreteed the eree of "ItodUee with 
Dlsebled Children: Iteoes for the Elfibtles.*' 

Vm glad our aeterials were helpful; end «e vlll, iaUed, fonMurd to you our 
lateet daU on child abuae, dlaablllUii, and reeplUt care vben finallaed. At 
thii point, qoeaUowmlrea are etill beii« recelred, ^ Dr. Shirley Ooben and I 
beeitate to releaae our inftozaation *mtil ve have cci^Oeted our prellairary 



I have, boverer, enclosed for you our Vfttlooal 1ICPA, inc. Policy Stateaent on 
Child Abuse a« weU a« our StatemnU on Beapite oare aijd fmUy Ufe Skllla. 
Laatly, ie a copy of our sort recent UCPA lewa which indodei an arUcle on child 
abuse which deUll* our current activities. 

please let Dr. Ooben and I knov if we can be helpful to you in the future, and we 
will forward our report to you aa aoon aa possible. 



surrey. 



Sincerely, 




Rachel Warren 
Progiea Ooosultiot 
UCPA, Inc. 




Shirley Cohen, Ph.D. 
Banter College 



REW/gh 



Enciosures 
cc: JuMS Introne 



John Siepp 



Mike Morris 



UC*«AM>H OOlMMtOW 
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UNITED CEREBRAL PAXSY* 
ASSOCIATIONS. INC. 



« East 34th Strert, New York. N.Y. 10016 (212)481-6300 



Ttrnnr liU Skills 



MOma VCt^, Inc. and lt« affiUaUi ttUblliud by fiailltt 
WOTAB It !• thj coal of T»mnj Ufa 8km. to mb.^. all ladlvlduMa' 

Si or .km. 

ItSn « UfT?^ osportmitu. for ftalll.t to 4.y.loj. th... rtcUliTt iu 

M n fOBlHIH Ktsavn) mat uca, toe. tod it. afniUUt' previa. Me... to e<»- 



ApproTtd: tiwcutlTt OoMiltt«« - 9/25/62 
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UNITED CCREBRAl. RWJSY* 

ASSOCIATIONS. INC. 

66 East 34th Strett. NtwYork. NY 10016 



(212)461-6300 



Dtflaitlon 

Ther« it in Incwiilng mrtottt thtt It It • bui»n right for tU 
to control tb«ir oim d«ttiny to tb« txUnt that otch it tbU. It 
it tho gotl of rtaily Uft Skills to «nh»nct «11 individual*' 
•bility to control tbair oira dtitinjr thr«j<h th« taachlnc of tkills 
Mcaatary to dtti •ffaetivaly vlth tht anvirooMnt: fMdly r«U- 
tionihipt, lnt«iptrton»l r«l»tloa»hlpij ttrttt * critit coplns 
•killa: tttlUiinf coMnlty rawureti; mty ■•nagtmut; MUcting 
•nd adapting a diralUng pliKraj tim ■•na«t«int; conitractiira uaa 
of Ltiaur* tim; pcraonaX hyiiaot and grooidnc; clothing MUction 
•nd idiptatioo; nutrition, Mtl pUnnlng tnd dining. 



Got la/phi loaophy 

It !• tbt overall goal of Family Lifk SkiUt to anhanc« tht phyaical> 
•ocial,and peychologicil groirth and dtvalopMnt of tht iodividotl aa 
• proerettion tovarda Intardapandanca or iodapandant livinc. 

Other goala are: 



Prorran Aapecta 

FaiBily Ufa SKilla repraiant a .:opplaa»nt of many akilla which vill 
anhanca tha quality of life for tbt family unit. Planntd Uft Skilla 
training can atrangthan tna Ufa of individual fa«ily •art>tra aa vtU 
■1 that of tht parion vlth a diaability. Tbm tkllla abottld ba offer- 
ed in the context of aenrieea for the total family, aa • ayatea of 
faaily aupporti. For exaiple, a aother'a tliw-aenajeaent concerna 
nay ba alleviated vban bar aon achitvaa goela of clothing care. 

Fanily Ufe Skill* are a cnicial vehicle through which a paraon with 
a diaabllity can ba aaalated to Met buaen requlreoenta for a 
fulfilling Ufe and aound cental health; directly In aoM 9Tf 
(houiing, Dooey ■•nageaent, clothli*, ate.) and Indirectly In other 
areas (aocial interaction, aelf-vorth, btiongingneaa) . Family 
Ufe SKilla then are e preventive tool which aupporta good Mntal 
health through poiitive Interperaonal reUtion*Mpa and iwnagenent 
akiUa. 



. To foattr a poaitiva aelf-iaage. 

- To encourage tha evolution in Ufe-etyla, appro- 
priate to hia/her developoantal 3ivel, for the 
individual and hia/her fanlly 



C,OiO€K»ON 



NIMA {ATOM 



CAM. K i>J**iMj 
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tl«.. ' ^ "»t™cturtng th«ir own 

tonr. Coop.r.'tl». rtS? wJ^^t^'^Si^^*"^'* 

•""r CrwUt OoooMuirJt?^' B.h.bmt.tlon, Con- 

^nt,^U, into .u'i.p^cu'JrtS: fr^^«"^Jt?*™S!'^ 

Public Policy 

will lnclu4« InyoUejMot In: 

JXS;.!?''' ^'^^^^^ ^h.t fUMlng folio., the 



ApproTod: SjcecutlY. Oomittee - 9/25/82 



177 



172 




ASSOaATlONS. INC. (212)481-6300 
66 East 34th StrMt. NtwYortu NY. 10016 "^J^^^ 



CKIIO OUSE AND NCCUCT 



WHEREAS UCfA, Inc. »«t clMrly rW9nl2»4 th^ righti of P«>Pl« 

dltabllltUt by Galoping and Adopting th« lltt of RIghtt 
for ttm Olt«bl«d •nd 

VHEREAS UCM, Inc. proii»t«t rttMrch that «My iMd to thm •n«ln«tlon 
of cufi of etrabrat p«l»y by th« yMr t«« tnoutand. and 

WHEREAS »lgnlf leant progra»» his Man iMd« In d«crM«lng th« incldtnc* 
of Mrabral P«Uy« and 

WHEREAS MCh y««r iMny chlldrtn Mio- th« agt of 5 yMr» toiglr* c«r«br«l 
p«lfty Urgaty •» th« ra»utt of trauMtlc bMd InJurUt dua to 
conftrnod c«»a» of child abuta, and 

WHEREAS rawarch h*» claarly »ho»*i that chlldran born with dltablMtiat 
ara at a hlghar rUk for child abusa. and 

WHEREAS tha Surgaon tanaral of :ha Unltad Statat has r9w*t\r Indlcatad 
that tha abuta c* chlldran and othor fom* of family violanca 
now ropratant a ijor haalth crItU In this country. 

MOV THEREFORE BE iT RESOLVED that UWA, Inc. Pro^ta rasaarch ragarding 
tha Incldanca, Intarvantlon and pravantlon of child abusa and 
naglact. 

IE IT FURrHER RESOLVED that UCfA, Inc. utillxa so^ of Its rasourcas to 
collact. ravlaw and dlssantnata watarlal on tha Incldanca. 
pravalanca. Idanttf Icatton, and strataglas of Intarvantlon In 
child abusa and naglact for UCf afflllatas. 

»E IT FURTHER RESOLVED that UCfA, Inc. ancouraga othar organizations »uc»i 
•s th« Mar lean Acad«iry for Car*abraJ falsy and Davalop«a.tt«l 
Ntdlclna to davalop a slallar policy ragard»ng child abusa and 
naglact and a*plora laaans wharaby organizations can »«rk togathtr 
to addrass this najor haatth problaM. 



Kiopt'::^'i^iXSif%'6r tha Corporation - S/S/Bk 



"^^^ ««CH*^ Mtoc*.*^*- 



o 178 
ERIC 



173 




UNITED CEREBRAL PALSY^ 
ASSOCIATIONS. INC. 



86 East 34th Street. New York. N Y 10016 (212) 481.6300 



BeaplU Ctx« 



^l^r y^ch i. z,»cef«ry to mlnUln or .ti^agthw the boodf Q?th;1!!S^ 

^fiJ f?^fi i*^" c« aio x^ue* or prevent mmece^wwy dlt- 

nvtioD of ftaiUj Uft and poifibU IniUtutlonollmioo ud ""^•'"'^ 

W!KB»8 Reapite Care prosotti peeltive ch«&caa of iif. .tvi- 

^S/"^" -vSs?':^-: 

vtrlity of nodaU of reapite care for fteUlet. ***«*iiixy or i 

BE IT JURDCra MESOLVED that anJ Ite affii4>t«> -^^^•♦^ * « ^ ^ ^ 
for BMplte cere frc« goverxaent S JrivlSiJSjJ. ^ 



-«3iproved: lr»cuUTe OoMiittee • 9/25/62 



V1CI«,(„MHT IMCVTlVfCN«CTO« 
MCOtCAt A/fAJflS 
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UNITED CEREBRAL R^LSY« 
ASSOCIATIONS, INC. 

66 Eatt 34th Otreet. N«w Yofk. N.Y. 10016 (2^2) 481-6300 



laSPIPCARI 

ptflnltloB 

Bitplu'Csrt U • -rfif vhich prortdtt tw^ry r»Utf tor tht 

itaiBltt Otn is o ••rrlc. fw fWdUti which if otettttnr to ••In- 

Siiui. cwiUo rtdttw or yrt«ot unatc«tt«Tr 4i»niption of fto- 
ftrSfl ^ SoMiSTiLti^ionoUMUoo. Ilitpito C«ft Proi^*«« 
cS,iiJ^<5ll?r;^ for th. f*«ily w4 ooo«M« anco it ft..- 

Srtir. Jr«tBt UmfHM * Uring .rr«nf««^Bt in th. Itttt 
r«itrlctlv« twrlrooMt, 

,i .SSS b. HTM. th. owortafflity to <*»««^» " 
eoU»*or«tloo vltb oVbtr fMitrle poMiiltar tfXitt. 
Clou ..ioeUtloD vltb tbt l*iaiy I*;* *» "«»*^!i'!S^,rtrtit' 

yubllc Follcy 

fi«nrlMa Viivar. Bioct wch • Mrric* it • •tat* option, 

rmurtnTb'o^ f« it. i«u»i« ^^^--^ 

•Dd tb«n Mtitt »ttt«t in optrttlat thi« profrt*. 



iroMAHnH ru>rtf»*80N JACK MAUSMAW HIHA CATOW MOWAHOC MILURJW OCOROI 1 OOttU WILLIAM 8€WHeCW». U 0 «A«.M CUNfRO 

MCOrCAl A/f ajk$ 
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iOl Urals of OCP staoald «Avoe«t« ada^okt* toxOiim tot UaOU 



^ffprmAi KncutlTt OoondttM • 9/Z^/B2 
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THt WMILY 

A Problem Professloiials Catft Ignore 



The Surgeon Ceneril h«$ publicly 
suied that " . {unily viotencc remains 
mankind's \l>rty lillle »ecrct' lis victims 
arc Its mos» vulnerable mcmbcri-the 
quite young and quite old Homicide u 
Ihc fifth major cause of death among chil- 
dren, ajes ooc to eighteen. Wthin that 
figure are the number of mfiuits under a 
nrek dd. 4.500 pc: year. TSw thirds *^ 
the killers are parcnis In addition about 
b.000 children ranging in age from one 
week to one year are killed each year. 
Three of every fou; killers are parents of 
the murdered child . The Nat lonal Center 
for Child Abuse believes thai a minimum 
of two million children suffer physical 
and menial ^nise each year The Center 
IS receiving 800.000 reports of child 
abuse each year, and the nujonty of 
abusers are parenu 

Family violence tends to escalate dur* 
ing periods of economK stress Present 
figures are probaUy low. and a truer 
statistKal picture would make the present 
problem larger Thirty nine slates have 
rcported an increase m the incidences of 
child abuse, according to the Children 
Protective Services 

To the willful infliction of pain of 
jury must be added the withholding of 
food, medicine, and doching-the use of 
rcstratnu for discipline, unreasonable 
cooftncmcni. «nd sexual abuse, the last 
of whKh may be inflicted (incredibly) 
even on infiinis 

Neglected and battered children, often 
victims of malnutnlton and infections, as 
well as physical violence, may suffer per- 
manent pl^ical and mental impairment. 
These children are also paitKularly prone 
10 neurological damage. 
The United Cerebral PiJsy Govern- 



mental Activities Office reported in 1977 
that of the I2J0CO new cases of cerebral 
palsy occurring each year approximately 
1,500 were the direct result of child 
abuae. By I9S2 the total number of cases 
was reduced to lOyOOO a year Of these 
2J0OO are acquired Impairment. The 



r 



I of the acquired ccfcbral p«liy are 
predotninantly proven child atuae. &Us 
and automobile accidents. It it, of 
course, a moot pout; how many of the 
Vctdeou* were the result of chiM neg- 
lect or unpTOvcn child abuse. 



ilnjCBK PBOFBSSIONAL SERVICES ACnvmES 



5g|i»wiW»Nflirtirti<i 

avMidMlMpnfnnacM 
to M/^Om: Mw^. ho- 
gmmmdMkki^Cdbtmmd 
Wutmi (AmUk rio>Ed Pub- 
liilMa. 1915). 

M S«(9I»» DoBdor of Pmiea- 
lioMi SarvkM Pio|nm Depart* 
neat; Rachel Waneo. Program 
Coowltaiit; lod Dc Skirtey Co- 



; Ocy Uaivenky of 
New M wfil b» pMMlon in a 

MMliiV ofike OoMcU to Eiocp- 
tkmt Ckfldna l« April, IMl 
' Cdhmmdyknmutpmettly 
' coadndtot ■ fnUn^ Survey 
o« CUU AboM. Sooe 71 afflliat ^ 
wkh pfMckool mA letpllt care 
pro(rMM wen tmSkiA queatbn- 
Mires in FebnMtf>L Keaultt will be 
cvaiUbie to aQ aiOliaiea. Direct any 
oooimunkatkio to Rachel WarrtQ, 
PSPDl 



Specific Cattses of Maimloc 
Children can be physically as well as 
p^hologically matmc- through sexual 
abuse Saual tbutc of children is often 
discovered because the child has con- 
tracted veneral disease resulting in sick- 
liness, hospiulization and permanent 
dami^ Pregnancy and high risk progeny 
are the frequent end of sexual abuse. 

Incesnious relaboQshipt result in preg- 
nancies with high incidence of risk to the 
health of very young mothers. The babies 
are at high risk, due to the immaturity of 
the modier and high probability of here- 
ditary birth defects. 

Burn uijury is a major cause of death 
and disability in childhood. The burmng 
of children is deliberate abuse and often 
the consequence of a dktufted home sit- 
uation. Children who have physkal hand- 
idfia already, or any other feature that 
marb the child as different from odier 
children (even precocity ) are more prone 
to abuse Mentally handicapped children 
^ipear to be more vulnerrirfe for abuse or 
iMltreatmem than normal children. Chil- 
dren with oeruui temperaments are of h^ 
riak for abuae. Thus the child with birth 
defects or differences is apt to be in double 
jeopard)^ 

The emotional trauma of the victim iza- 
^ tioR, verbal, physical or sexual is enor- 
I mous. Most abusers were abused as chil- 
I dren. Disease is iransmiKed frwn 
I generation to generation emotionally 
^ stunted parenu. And these abused people 
were more mtact ones who made it to 
adulthood, intact enough to form physi> 
cal relationships and prxreate 

RcspoQsibitttyor 
Human Service Provldcn 

The social, psychological, and k.^- 
demK problems assocuted with chila 
maltreatment niake this problem a cru- 
cial one for health providers as well as 
cducatoa Ignoring the problem wUI nor 
make A go away Yet an examination of 
many texts in special education reveals 
alntostnoaddreutothis issue. This lack 
m educatioaal materials u surely acause 
and eflect of the fiuhtrc of teacher train- 
ing programs to cover the subject 

Ignoring the problem u irresponsible 
for health providers and special educa- 
tors It IS paHicularly irresponsible be- 
cause professionals can make a differ- 
ence in alley is*'ng this national problem 

This ts excerpted from an article subrntf 
ted to "HCTA Ibedoiogica' by June & 
Mulhns. Ph D., Special Education De- 
partntent, Untversiry of Pittsburgh 
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George M.ller, Ht.snKoroK Beach, CA, April 15, 1985. 

""'"AnnTNoTw^SZ^'^^^^^ ^""'^ -nd Families, Room 385, House 

iJk^hJ^l°J^T^''^'lf T '^^""'■"'"K the hearing scheduled on April 19, 1985 
in Aneheim. As I am unable to attend, I submit tliis letter. 

t>>^ n thfrt^n,«rs'^'^H"'r ^''^ "^f?' °f ^i'h "ver 

wni n- K-r? ^ and also as a professional having acted as director of Devel- 
"ntal Disabilities Area Board XI during the past 614 years 

that becoming a parent of an infant having developmental spe- 
aeeds is an unexpected dilemma for which no one can be prepared If you sS^ 
•VnZi tr^"""^ Pn)cess, can now and again combat the system Zd d^^e emotional 
upheaval you may one day be fortunate enough to leari to accept a^d love the 

a"ed"'fr;v' "'^r ^ •^^r.".'^^?' °" ^O"'" sSTa HfS d^enSng Se 
aTwh^ family me^^^^ spouse, family member?, profe^ion- 

^hlTr * -^^u l™*^!' a generally cruel and insensitive general pubirwid 

public pel cy that is shortsighted and hypocratically inconsistent. 

iff"^ * P'^ j"^® ^"'■'y '"tervention to infants are encouraging and critical as 

ha"ng diLwId m^m^^ w'' "^"^^y P^POsais place all families 

naving disabled members into a "welfare menta ty" criteria. One dav oerhaDs it 

wifa^e/r^c^e''"' ^"^'^ a diLbt^Sld 

I recall that when, for no apparent reason, my own daughter's rapid recression at 
ten months old. caused i« endless frustration in attem^ing to find and 

L foJnf DuVlneX' Zt^'f ^ hLe^esidentiaT;Ta^ment 
^.2. r """^'"S pas' thirteen years placement is always the resDonse to re- 

ll 500 Sr Tntt ^TT' .^""'^^"^''y' '^e placemen"^ sS^^tSTve^ag'S 
were kid^ap^ irf"!,^ ^'f'^ one where two severely handicapped children 
were Kianapped and raped on two separate occasions 

time^'^f^ml^'^Oftrtt'',-," n.*' ^^^^ •"?P?'^"' this 
treme^doM ^;,?f^f /I aPP"P"ate nor is it ever free if one calculates the 

We wtimate the divorce rate among families having a disablt-J child at 80% If 

SllS"k d'l'n'dT"'^^ '"'''^"i ^ has decid^to abandon thl Soi^ 

su^rt 'P^*^ '^"'^ elsewhere. Like most, he pays no child 

Mom, if she's skilled may find work but can't find child care. Or if sh» can fina 

memTr a drbl^"'c'hnd' '^IT '"''f ^ 5"^^ child ildlbl^.'te 

memDer, a disabled child, adolescent, or adult at no poi' t in time often bpromwi 

rSw?s?b7ei"SLlr"'),°^;"'^'P'"'^^"" ^''^ unsuperv^ pee«. &mSeSrS 
responsible iA hours each day. seven days a week— forever 

f« fob example of a single mother who does not work and has attemoted 

~r wlS^r ^-^ f '"'^ Profe:«ionally, I at le^t two 22 

ranfdei^rnf fi^ P?rents who cannot find day caref respite, recreation, medTc^t 
mnn?i» ^f^t- ''"a""?' assistance support in order that they may survive the de- 

t^f^rl^t°^^^'^i°'.\^V'^ supplemental funding for supportive services 

^ting^sjste™""^ ^""^"^ ""^^ made availabrwithi-nth^ ex 

Please advise if I may provide additional information 
bincerely. 

Enclosure Rhys Burchill 
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l^ouA->l-^ -\o >fc.o kncu. 

'""^ ^ Noon. ^0,0^^-1 - ^^'--^^ 
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Z^lkl Sea Vista 

n Dana Point. Ca 92629 

April 10,85 

Mr©. Teddy Thonpsoni Social Worker 
IHSS Social Services 
Costa Keaa California 

Dear Mrr. Thonpson, ^ ^ ^^^^^ ^^^^^^ ^^^^ ^^^^ 

Ana Yesterday (no charge) because I had to have gum ""ft^J^y "f. J^^;*' 
bS? I "s In too nuch ^aln and dl«y to talk and they J^ld Hcldl to 

take me hone to rest. I had ny face awell up like a baloon back In 

m?uS?y bSt couJd not take care of It. I went for 3 oplnlcnB to 

m&kA sura I had to no t xu this surAcry aj^aln. Oh n« . 

"*^%Sur letJe? was »ost upsetting. If ycu put Herb on arrearnp.s 
^ I will loose the house, and then wher e will Horble go?? HcClaren 

-^^^ I am sending i of check but want you to realise oVr situation 
in ce^e I could wait until June * July to filvo the checks. 

For the^ 2^atha- ^qrb was In ShrlnorSf I h ad no Incone and was 

Rolnjt up to the hospital 10 hours a d^ y *vpry other day> Aryonewho 

understand. The gasoline and^ood for Heidi and I was costing about ^ 
125. nlnlnvia. So lao beftlnd In my bills ^ u w T 

T i.ct I owe the gas conipany <l300. for months when Herb was in "J 
casl"hJ?e in 11 we had to f^P the house wan-. I S^i^f. 9l 
you knew any agencies that would otlll have gas {^'ds-/ could have j 
gS?ten help When tne bill was only 2 month, due Instead of k but th gas « 

conpraj^onljr tjOj ?gnt,5y^-F2S%S??crdiy $300 i this »o and | nextn J| 
Ir Janu:xry I had to Give up alimony as I could not afford a 1 "y«r ^ 
;o flgh? Harry againT I a.-n atlll paying $50 a oonth from 2 yw ago ft 
to Jane McQuald. I als o have had to take out a 3 ao In ad va ce ^ 
Major medical as J have not been covored under •''^Ic;^^^^"*^',^^*!^,,. J 
time 1 could not get up there. Plus HO doctors around here wl.l take 

• 

nedlcal. I have had lots of extra expenses for Herble thru hthese m 
terrible 8 months. 6 prescriptions and medical only covered 1. J 
I saveHhe taxpaers abolit 450,000. having Herb's surgeries done « 
with Shrlncrs and nl o thousands of dollars by taking care of ^In at W 

home hero iT^Pn botr^ Shriners dr's and the "Regional center- reco.tx.onded 

"'''''''TrniS? Slfficult tine of all has been tnes* past week, since ^ 
Herb got cast off as he c d hardly r.ovc and acrea-ned in pain if we 
toucned hln so I have been up with hin about every hr. at night. ^ 
I aU going to send a co?y of this letter to Protection and Advocacylf 

"'"-ASSrcr'ihlng I am concerned about, if I pay tnis $2^7 Jjck by ^ 

CHECK how will it oho5 that wo did NOT rccoWc this for Holdi's financial ^ 

aid ?^77 I knew Xou will be nappy to hear Heidi was on Dean's List ^ 
and'io now taking 2^ unite and will bo 1" raS^Si^cloilng 

Drop r-B a note if you can wait on this check but I am enclosing ^ 

$120. I will not beable to tnlk for a few days \ 

Barbie Langefeld ^ • 

^ . : ;:i Wc^*':or. Vr. / no\ a ^ a i^^t V^^h ^ ' 
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^ ^OUrg TY OF ^^^^^^'^^ 

SOCIAL SERVICES AGENCY 

LARRY M.tCAMAN, OIRCCTOK 



Hr$. Bartara Lanqefeld 
2514 I Sea Vista 
Dana Point, CA 92629 



Aprd 2, 1985 

Dear Mrs. l«n;ifeIiJ: 

our having to put Hert't w aJ^^rTLSL'^'S""*' " """sltat. 
$247.70 aiuntM, our IHSS JJ^Sr"*""'' 




n.si 

Enclosures 
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<'Vr' (^[^ ^oursiTV OF V «ArMoe 




SOCIAL SERVICES AGENCY 

LAARY M LCaMAN. DIRKCTOII 



January 18, 198S 



Mrs. Barbara Lansefeld 
25141 Sea VIsU 
Dana Point. CA 92629 



O .M, 

o ^ 



Dear Mrs. Langefeld: 

The IKSS hours authorlzeu effective January '85 and continuing will be 
254.4, as 1 have increased tine authorlied for skin rwbs. The 2»4.< 
hours authorized 1$ after 8.7 hours of respite have been deducted f ton 
Hertie's toUl need for services. You will receive a supplemental check 
for 42.7 hours for January '85 (254.4 eligible to 211.7 received.) 

You irtll also recefve (3) additional checks fn.* the fionths of 7/84 
($20,45). 8/84 ($21,17), 9/84 CS21.17), as the coaputer did not send 
the retroactive wage increase fron $3.45 to $3.55. 

At this tine the September overpayment, of 69.8 hours, can not be collected 
as previously discuss. In order to reconcile the cooiputer a check should 
be wde out to DSS/IHSS Program, in the amount of $247,79. In the lower 
left hand corner under merao please indicate September '84 overp^yraent. 

It continues to be yojr responsibility to notify this ager^y when the 
respite person assures w)re responsibility for Herbie's personal care, 
and when Herbie's program of care changes. 

Please call ne regarding any questions. 




n-si 
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Case Western Reserve University, 
^ , Cleveland, OH, Apnl 4, 1985. 

Select Q>mmitt€e on Children, Youth and Family, Room 385, House Annex 2 Wash- 
ington, DC. 

Enclosed you will find a list of publications from my study and reprints (or pre- 
pnnts) of pertinent papers. 

A copy of the abstract, scheduled for presentation on May 22, 1985 at the Ameri- 
can Psychiatnc Association Annual Meeting, is also enclosed. The abstract focuses 
narrowly on the finding that the chronic stress of mothering disabled children does 
not cause M^or Depression. In the paper I will report in addition that mothers of 
disabled children had a significantly higher rate of non specific psychological dis- 
tress compared to controls, 30% and 16% respectively. Nonspecific psychological 
distress, although it do^ not correspond to any specific osychiatric disorder, affects 
lems ^ individuals and their ability to respond effectively to life's prob- 

I will report also that the adverse effect of chronic stress on families is reflected 
m an mcreased rate of divorce. During a five year period, 12.2% oi 230 married 
mothers ot disabled children became separated or divorced, compared to 5 5% of 290 
mothers of children free of physical disability. The difference is statistically signifi- 

Sincerely, 

Naomi Breslau, 
Ph.D., Associate R ofessor of Sociology. 

Enclosures. 
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Women^s Labor Force Activity and Responsibilities for Disabled 
Dependents: A Study of Families with Disabled Children 

Naomi Breslau 

Case Western Rnerve Universiiy Sdtooi of 
Mcilkine 

David Salkever 

TUe Johns Hopkins UnlversUy 

Kathleen S. Staruch 

Case Wesiern Resene Unhtrsiiy 

JounuJ of Hcilth »nd Social Behavior I9«2. Vol. 23 (June): 169-183 

Fre\ iotts research JeuionsiraieJ that ihe presence of young ciiilJren in ihe home has a negaiiie 
intpaci on liie niarXei nttrk of the mother. Houe\er. the effects of women's respansibihtiesfor 
the tare ofdlsuMed fuuuly members haxr rarely been examined. This paper reports the resutts 
of a study of the impact of child dbabiilty on maternal kbor-force activity. Data Mtre gathered 
from 360 famdies of children uith cystic fibrosis, cerebral palsy, myelodysplasia or maltiple 
pliysKul handicop* ttnd fnm randomly selected families '*rith children free of disabilities 
fn 'im the same gettf:riipluc area. Among ni^o-parent families, child disability Interacts n-ith race 
and fomilv Income: It exerts a greater negative Impact on maternal labor*force parliclpailon of 
block and low-Income famdies, as compared to white and hlgh'lncome families. Labor market 
octnny of single uuttUers does not appear to be signfftcatuly affected by child disabdity either 
ahmeor iit inieruitinn ^ith income and race. 



Women's activities in the labor market have 
been dominated by the events of nwthcrhood. 
Htstoncally.the presence of young children in 
the home has had a powerful negative impact 
on the employment of the mother. Researcher* 
point out that the presence of a young child 
plays a key role in the monetary considerations 
that lead to a mothers der^'ion not to worfc 

Thu re^eafch nas supported by jninii from ihc 
Ckvtbnd FounJ.ilion ind the C. S. Mott Founda- 
lion 

Address communicaliont lo. Naomi Breslau. 
Ph D . Depanmenl of Eptdcmioloiy and Commumly 
Healih. Caxe Wesiem Reserve Univertity School of 
Medicine. Geveland. OH 44106. 



outside the home. This is so because the cost of 
acceptable substitute child care often out- 
weighs the potential contribution to family in* 
come from the nnother s paid work (Cain. 1966: 
Mincer. 19o2: Sweei. 1973). Public attitudes 
regarding child development, women's roles, 
and the satisfaction to be gained by women 
from family as opposed to market activities 
have also exerted a negative influence on their 
employment (Smifh-Lovin and Tirlamyer. 
1978: Waite and Stolzenberg. 1976). 

Although *he presence of a small child in the 
home continues to inhibit maternal employ- 
ment. Waite (1976) found that its effect de- 
creased sub >tantially between 1940 and 1960. 
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Indeeo, recent Ubor statistics attest to m^r 
changes in the maternal labor force. Labor 
fofcc participation rates for nurried women 
with children under 6 years of age rose sharply 
from 26.5% in 1970 to 41.6% in 1978. For mar- 
ried women with older children (6«I7 ycara 
oW). this rate increased from 45% to 57.2%. 
and the increase for women who were house- 
hold heads during this period was from 53% to 
58.9% (U.S. Department of Ubor, 1979). 
Waite (1976: 74-75) speculates that the decline 
of the negative effect of young children on em- 
ployment -is probably due to increased wage 
nies for women, which increased opportunity 
* costs of the withdraw! of the wife from the 
labor force, and to more favorable attitudes 
toward woricing mothers," 

While the responsibilities of caring for small 
children may have become a weaker deterrent 
to women's maf ket work, the effect of othc/ 
responsibilities may be increasing. Recent 
statistics from the U.S. National Health Sur- 
vey indicate a dramatic increase in the preva- 
lence of childhood disabilities. The reported 
percent of children in the noninstitutional- 
i2cd population having activity limitation due 
to chronic conditions increased from 2.7% in 
1970 to 3.9% in 1978. The corresponding rise in 
the prevalence of limitation in m;yor activity 
(Khooling) was from 1.3% to 2.0% (U.S. Na- 
tional Center for Health Statistics. 1972. 1979). 
Improvements in medical therapies, which in- 
creased the survival rates and prolonged the 
lives of children bom with severe physical im- 
paimients, have contributed to this trend. The 
recent shift from institutional care to care in 
the home is undoubtedly reflected in these 
statistics, as well. 

The research reported here focuses on the 
effect of a disabled child in the home on the 
mother s activity in the labor force. Disabled 
children can be expected to increase inordi- 
nately the child-care demands on families. 
T> * results from the children's greater depen- 
dence on others for self-care and mobility, the 
time parents must spend in obtaining medical 
and related services and in-home therapy, and 
the limited availability of substitute child care 
for disabled children, ♦'uch increased child- 
care demands would tend to inhibit maternal 
employment because they constitute additional 
nonrnarket work in the home, and because of 
powerful cultural norms that assign to women 



the principal responsibility for the car« of sick 
family members (Carpenter. 1980; Lewis and 
Lewis. 1977). At the same time, however, 
there are other consequences of child disability 
that may have an opposite effect. Added de- 
mands for purchased professional services in- 
crease the family's financial needs and could 
induce rnothers to enter the labor forre or re- 
main in it. A similar e.Tect rruiy result from the 
psychological strain of caring for a disabled 
child and the associated increase in the psychic 
benefits for the mother of work outside the 
home, 

Recently. Salkever (1982a, b) has examined 
this question using data from national house- 
hold surveys for 1972 and 1973. The results 
indicate that children's disabilities do in fact 
reduce labor forces activity of mothers. These 
studies also indicate that U.-* effccu are signifi. 
cantlygieater for lower incon.e. white families; 
for non-whites, the effects arc not statistically 
significant. Although this research suggests a 
potential income differentiil in the impact of 
child disability on maternal employment, it has 
not fully explicated the basis for this observa- 
tion. Furthermore, the effect of the severity of 
child disability on maternal labor force activity 
was »K)t analyzed, nor did the sample include 
an adequate number of non-white families with 
severely disabled children to test and estimate 
effects on non-whites. 

Our primary focus is on the following ques- 
tions: Docs child disability have a greater 
negative effect on maternal labor force activity 
in low-income families and black famHies than 
on high-income and white families? Docs it, 
thereby, constitute a greater burden on the 
earning potential of tow-income and black 
families, as compared to these other families? 
Economic forces, cultural factors, and patterns 
of family organization shape a different labor 
market behavior among black in comparison to 
white women, as previous research has con- 
sistently demonstrated (Cain. 1966: Landry 
and Jendrek. 1978: Sweet. 1973). 



Hspotheses 

Our cemr hypothesis is that childhood dis- 
abihty e.xei,s a more negative effect on maier- 
nal emplo>ment of black and lower income 
families than of white and higher income 
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fajnilies. Such racial *rtA income differences 
can be cxpccicd to result from class-linked 
variations in the employment opportunities for 
women. Both income and race were used as 
variables In this nnalysis on the basis that each 
may index a different aspect of these class- 
linked variations. 

Black and k>w*income mothers are more 
likely to hold blue-collar, low-skilledjobs, and 
therefore to be more atferted by the presence 
of a disabled chQd in the home for the following 
reasons. First, conflicts betw^n child<are 
demands and demands of the %*rorkplace may 
be greater for them because the types of jobs 
they have access to do not accomodate easily 
to flexible or part-time schedules or frequent 
absences (Cook, 1978). Second, the monetary 
benefits of hourly vvagc, low-paid work (part- 
time or full*time), net of the high cosu of 
non-family care for disabled children, may be 
too insubstantial to constitute an efTccuve in- 
centive for market work. Third, as the primary 
motivation for maternal employment in tow- 
income and black families is more likely to be 
financial need (Undry and Jendrek, 1978), 
their decision to work for pay would more 
likely be governed by these monetary consid- 
erations. In contrast, mothers in higher income 
and white families would have greater access 
to work in an office situation, which adapts 
more readily than many other employment 
situations to part-time work and is more toler- 
ant toward absences. Furthermore, higher 
paying Jobs are more likely to yield a surplus of 
earnings over the extra costs of child care. 
Finally, and perhaps most important, higher 
status jobs may provide psychological rewards 
even when they do not increase the family's net 
income. A pleasant or interesting part -time Job 
may be a welcome activity, providing stimula- 
tion and relief from the routine chores of 
homemaking and the demands of caring for a 
disabled child. 

A second consideration is the impact of chikl 
disability on the employed mother^s hours of 
work. With respect to work hours, different 
consequences can be expected. Blacx ktd 
low-income mothers of disabled children are 
unhkely to respond to the conflicting demands 
of work and home by reducing their work 
week, they are more likely to respond by drop- 
ping out of the work force altogether. There- 
fore, we would not expect to find a substantia) 



difference between the average hours worked 
by these women and those worked by compa- 
rable mothers without disabled chiWren. White 
and high-income mothers, an contrast, are 
more likely to respond to the extra burden of a 
disabled child by takicif a part-time rather than 
full-lime job. These combined trends would re* 
suit in greater reductions in hours of work for 
white and high-mcome, as compared to black 
and tow-income, employed mothers, an oppo- 
site interaction effect to that expected fc: labor 
force r^rtidpation. The net negative impact on 
the number of hours worked by white vi* 
high-ancome women would be atunuai^^. 
however, by the f$ci that— in the 'i.tfieral 
population of working women— iUtet and 
women with high incomes have aigtwr raus of 
part-tinte emptoynnent, as compared to blacks 
and those with tow incomes (Undry and ien* 
drck, 1978). On balance, we would expect an 
average, weak, negative effect on hours of 
work of emptoyed nKHhers. 

Sample and Oata 

Families of children with cystic fibrosis, 
cerebral palsy, myelodysplasia, and multiple 
physical handicaps were selected from among 
families attending four pediatric specialty clin- 
ics in two teaching hospitals In Cleveland, 
Ohio. Most chOdren with these severe condi- 
tions are referred to tertiary medical institu- 
tions. Since the participating hospitals are two 
of the three tertiary hospitals in the Oeveland 
area, their clinical populations provide rela- 
tively representative samples of children in 
these diagnostic categories residir^ in the area. 
All Oeveland area families of patients in these 
< iagnostic categories who were 3 to 18 yean of 
age were asked to participate in the study. 
From 460 eligible famUies, 369 (80%) complete 
and usable interviews were obtained. 

For a comparison group, a three«stage prob- 
ability sample was designed to represent all 
Cleveland area families with one or more chil- 
dren 3 to 18 years oW. From 530 eligible 
families. 456 (86%) complete interviews were 
obtained. In each family, a randomly selected 
child between 3 and 18 was defined as the 
Index Child, and was the focus of an extensive 
inquiry* comparable to that concerning the dis- 
abled child. Drta were gathered from mothers 
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in which Y ■ libor force p*rticip«tton: C| to 

six predictors of libor force participation 
u$i>d here as covariaies (AGE. AGE% EDU- 
CATION, CHILDREN, YOUNGEST* 
HEALTH);x, • RACE:x, « 0-INCOME:d, « 
DISABLED (see Table !). The intenctioii hy- 
poiheses would predici that: (I) B„ and B„ are 
statistically significant, and (2) the size and 
sign of the coefncients in th^ equation indicate 
» greater negative effect for black and for 
low-income families. In a second set of 
analyses, weekly hours worked by employed 



mothers wis the dependent vnnable* using the 
same set of independent variables but without 
interaction terms.' 

Analysis of subjective dala coUected from 
mothers, regarding the impact of child dis- 
ability are presented to corroborate the regres- 
sion results. An eigh:.i»em scale was used to 
measure role restrictions attributed by mothers 
to having a disabled child in the home.* The 
items describe a mother's curtailed possibilities 
for employmem. going back to school, follow- 
ing her own interests, and day-to-day activi- 



TABLE .. P««h«., or v^b.« u, m-., »uhu. 



Two-r^nt Families 



With a 
Disabled Child 
(n - 27f) 



LFP* 
HOURS^t 
AGE* 
AGE J* 

EDUCATION* 

CHILDREN* 

YOUNGEST* 

HEALTH* 

RACE* 

0-INCOME* 

ADL* 



Without a 
Disabled Child 
(n - 361) 



Single-Parent Families 



A'i 
(.5) 
2M 
I'i I) 
it.l 
Vi.O) 
1413.6 
<633.2) 
i2.l 
(2.3) 
2.7 
(1.4) 
7.2 
(4.8) 
1.9 
(.7) 
.12 
(3) 
19.5 
(10.1) 
5.6 
(6.2) 



With a 
Disabled Child 
(n • 91) 



.48 

(.5) 
30.5 
(14.1) 
38 3 
(8.7) 
1546.6 
(698.9) 
12.8 
{2.1) 
2.3 
(1.2) 
8.4 
(5.2) 
1.8 
(6) 
.20 
(.4) 
22.5 
(14.9) 
08 
(2.0) 



.47 
(.5? 
35.4 
(12.8) 
37.2 
(9.3) 
1467.2 
(800.2) 
11.3 
(2.5) 
2.5 
(1.6) 
9.1 
(4.8) 
2.3 
(.8) 
.53 
(.5) 
4.7 
(4.8) 
4.2 
(5.4) 



Without a 
Disabled Child 
(0 - 95) 

JS 
(.5) 
38.i 
(10.2) 
35.7 
(9.3) 
1361.8 
(719.4) 
11.9 
(2.1) 
2^ 
(1.3) 
8.1 
(5.2) 
2.0 
(.7) 
.67 
(.5) 
4.2 
(4 0) 
0.5 
(1.6) 



.^JtfST^fT r^nicipation: the first dependent variable, a dummy variable scored Tif the nu>,i^.w.t 
^i?m1y bi mtr/r.'^^^^ T'^'k f *^^ ^''^''''^ vaJueof this dfc^'^ou I'TS^^ 

rrbbk J 'nlerpreled as the probability that a mother was employed, given the values of ,he iJJkpe^im 

Ktl^'hts'^^ " ^^'^^ <l«P-«*-» variable. 

AGE*— (he moiher\ ugc m yean sqiured. 

rmmupS^'iZ'^ number of -ears of jchooling ihe mother completed. 

vn hjrcir"^ """"^Z ®^ ""^'^ ''v'n« a» home. 

YOUNCiEST— ihc jige of youngest child. 

.hf ,;:i!;',^:\'fi;^rjXfi'r>^?;f.' n,o>h..»,™„.. r„ 

DISAUI.bD-,, Jummy variahlt scored I - a d.ubW child » prt«nl. 0 - no disabled child orevrni 
ADI.-.,cmii«N of J.iily hvins- ih. itvtl of disabihly of Ihe Index Child 
* For emplo)ed molherj only. 
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in home interviews using a structured ques- 
tionnaire including self-administcred instru- 
ments.' 

Mtnlcl an J Method of Analysis 

The eficct of child disability on matema! 
employment is examined in this study within 
the framework of pnor research on labor 
market activity of married women (Bowen and 
Fincgan, 1969; Cain, 1966; Heckman, 1974; 
Landy and Jendrek, 1978: Sweet. 1973; Wane. 
1976. 1980); most research on maternal em- 
ployment has focused exclusively on married 
women. The factors most frequently identified 
as having an influence on wives' employment 
can be classified in four categories: (1) domestic 
demands, including number and age of chil- 
dren. (2) mother's earning potential, including 
her age and education. (3) socioeconomic fac- 
tors, including husband's income and race, and 
(4) labor market conditions, including area un- 
employment rates for women. Of these, only 
labor market conditions are not included in this 
siudy because *hey art constant across the 
sample. Mothers' health, a variable rarely in- 
eluded in previous research, is added to this 
analysis, as there is some evidence thai moth- 
ers of disabled children may be in poorer health 
than other mothers,' a fact that may account 
for dilTerenccs in employment rates. Since the 
focus of this analysis is on the difTerential im- 
p.tct.of childhood disability on the labor supply 
of moihers by race and income levels, other 
variables that infliience mothers' employment 
are included in the model as covariates. in 
order to control for their effects. Data are ana- 
lyzed separately for married and for single 
moihers. 

Means and standard deviations of the vari- 
ables in this study, cited by marital status for 
fjmilies wiih-ind without disabled children, are 
prc«nted in Tabic I. The activities of daily 
living (ADD. the level of disability of each 
index child, were determined from a six-item 
Likcri sc.tle, which measures the extent to 
which the child gets help in each of the follow- 
ing acliviiics: eating, dressing, washing, 
toileting, going up or iJown stairs, and going 
outdoors- Respons'js on each of the items 
Mnge from "never * (0> to "most of the time*' 
(3). and i^cdle scores, computed by summing 



over the six items, range from 0 (no disability) 
to 18 (high disability). Iitt4;mal consistency re* 
liability (Cronbach's alpha) is >88, 

Information on income from sources other 
than mother's earnings (0-INCOME) of 
families with employed mothers was obtained 
directly only for the randomly selected families 
(i.e., those without a disabled child). For 
families of disabled childrtn with working 
mothers, values on O-INCOME were esti- 
mated as a function of other variables: marital 
status, average earnings of hmband's occupa- 
tion (using detailed three-digit occupational 
codes), husband's employment data, educa- 
tion, age. race, rent, number of children, and 
alimony. A regression of reported family in- 
come exclusive of mother's earnings (O- ^ 
INCOME) in the random sample of families 
was used to calculate weights for these pre- 
dictors. This regression predicted 50% of the 
variance in the dependent .-sridble. We exam- 
ined also the possibility that race and marital 
status int;ract »vith other predictors of O- 
INCOME. Such interactions would indicate 
the desirability of estimating we'«htc in sepa- 
rate equations by race and marital status 
groups. A hierarchical model with such in- 
teractions was tested. The increment to ex- 
plained variance in 0-INCOME attributable to 
the set of interactions was not statistically sig- 
nificant (F« .802; df= U,150). We concluded 
that weights estimated on the total randoui 
sample could not be improved upon by cal- 
culating them separately on black and white, 
married and unmarried sub-groups. 

Missing data present little problem in this 
analysis, since information on any of the inde- 
pendent variables was missing in only a few 
cases (no more than 0,5%). When values were 
missing, the mean of thai variable for the cases 
in which values were available was substituted 
(Cohen and Cohen. 1975). 

To examine and estimate the effects of child 
disability on maternal labor force participation 
as conditioned by family income and race, an 
ordinary least-squares linear model was used. 
Differential effects of child disability were 
tested as interactions between child disability 
and moderator variables of interest (namely, 
family income and race) in the following 
hierarchical noodel: 
Y = B,c, + . . . B<c« + B;X, + B,x, + B^d, 
+ B„4iX, + B„d,Xj f a. 
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tici. Responses range from**strongly disagree" 
(I) to -strongly asrcc" (5); and scale scores 
range from 8 (none) to 40 (many restrictions). 
Interna) consistency reliability of the scale 
(Cronbach*s alpha) is .86. 

Results 

The Presence of a Ohahhd CUUd in the Home 

Table 2 shows the regressions of maternal 
labor force participation for two*parent ami 
singlC'parent families: orxlinary least squares 
unstandardized partial regression coefficients 
are presented. As can be seen in this table, the 
results for two-parent families confirm our ex- 
pectations. Coefficients for the two interaction 
terms, DISABLED x 0-INCOME and DIS- 
ABLED X RACE, are statistically significant, 

TABLE 2, Hierarchical Regressions of Maternal 
Labo' Force Participation by Marital 
Status (partial umUndardiied r«gresilon 
cocfncienis; standard errors in par* 
etuhesis) 



fnde pendent 
Variable 


Two. Parent 
Families 
(n - 6)9) 


Single 'Parent 
Families 
(n - 186) 


AGE 


.0479* 


.0239 


AGE» 


(.0191) 


( 0244) 


-.(X)07« 


-.0004 




(.0002) 


(000)) 


EDUCATION 


.0350* 


.042)* 




(.009)) 


(.0162) 


CHILDREN 


-.0059 


-.0091 




(.0171) 


(.0271) 


YOUNC-rST 


.0231* 


.0296* 




1.0056) 


( 0092) 


HEALTH 


-.0226 


-.1762* 


RACE 


(.02«) 


(.047C) 


.I)23» 


-.2354* 




( 0657) 


(.1054) 


0-INCOME 


- 00«5* 


-.0156 




(.0018) 


(0121) 


DISABLED 


-.1)02 


-.1570 




(.08)8) 


(.1343) 


DISABLED X 




0-INCOME 


.0068* 


-.0016 




( 00)4) 


(0152) 


DISABLED X 




RACE 


- 22K2* 


1597 


Con^unl 


( 111!) 


(.1367) 


-.732 


.090 


R- 


105 


.317 


• Cocincieni exceeds twicv as standard error ip < 
.05). *^ 



indicating that the labor force panicipaiion re* 
jression slopes on DISABLED change with 
the values of O-INCOME and RACE. 
Further, from the coefficenu in the equation 
we can conclude that child disabilty has a 
stronger negative effect on low-income and 
black families than on high<incon)e and white 
families. The results leading to these conclu* 
sions arc presented in detail in the paragraphs 
below. 

The regression $!ope of labor force panici* 
pation on 0-INCOME in the randomly 
selected families, measured by the coefficient 
of 0-INCOME (from which is partialled DIS- 
ABLED X 0-INCOME), indicates that a drop 
of SUKX) in 0-INCOME ircreases by almost 
1% the likelihood that a mother is employed. 
This estinwte replicates closely the estimated 
effect of husband's income on the employment 
of married mothers report<;d recently by Waite 
(1980) for a more homogeneous and younger 
cohort. For a family with a disabled child, the 
corresponding rise in labor force participation 
with k unit decrease in 0-INCOME is by less 
than 0.2%. 

Frjx^ these result the point of intersection 
of the regressions c ibor force participation 
on 0-INCOME for l^ilies with and without a 
disabled child can be calculated, and it can be 
determined whether the interaction is ordinal 
or disordinal: i.e., whether the rank order of 
the two samples with respect to labor force 
participation is constant or whether it is re- 
versed with changes in 0-INCOME(Kerlingcr 
and Pedhazur, 1973:255). Family income ex- 
clusive of moiher^s earnings (0-INCOME) at 
the point of intersection of the two regression 
slopes is approximately $19,000, a value well 
within the range of interest in this study. It is 
also the median 0-INCOME of two-parent 
families with disabled children. The Interaction 
is thus disordinal: at low levels of 0-INCOME 
«SI9.000) a mother of a disabled child is less 
likely to be employed than is a mother of chil- 
dren free of disabilities, whereas when O- 
INCOME is high (>S19.000) the probability 
that the mother of a disabled child is employed 
is greater. 

To describe the nature of the inierrction 
more clearly, changes in labor force panicipa- 
iion rates that are associated with having a 
disabled child were estimated at several repre- 
sentative income levels (Table 3). An estimated 
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TABLE y Estimated EfTccts on EmptoymeiU Proba* 
bOitiM of Married Mothers of Dbabkd 
ChUdrta by FamBy iMome Exdutbt •f 
Mother*^ Earnin|i 





Estimated 


% of Sample 


O-INCOME 


EfTecis 


(cumulative) 


5,000 




3 


7.000 




8 


10.000 




15 


15.000 




33.3 


19.000 




50 


20.000 


0.5C( 


65 5 


23.000 




W 


25.000 


4% 


86 


30.000 


7% 


92 



cfTect of a disabled child, given a ceiuin level 
of O-INCOME. is the difference between the 
predicted probabilities of employment of a 
mother with a disabled child and one without 
such a child at that level of O-INCOME, using 
the coefncients produced in the regression. For 
example. In comparison with a mother of chil- 
dren free of disabilities but with the sams 
O-INCOME, the probability of a mother of a 
disabled child with 0-lNCOME of $5,000 
being employed is, on the average. 10% lower. 
When O-INCOME is $10,000, the negative 
effect of a disabled child is smaller; specift- 
cally, the probability of maternal employment 
is reduced by 6%. The presence of a disabled 
child in families whose O-INCOME is greater 
than SI9,000 has ^ postive impact on maternal 
employment. For example, when O-INCOME 
is S25,00O, the probability that a mother of a 
disabled child is employed is 4% higher than 
when a disabled child is not present. An in- 
spection of Table 3 reveals also that compared 
to only one-fifth of the families with incomes 
associated with increases of 3% or more, 
one -third of the families are at income levels 
associated with reductions of 3% or irore in 
employment probabilities. On the whole, how- 
ever, (he opposing effects cancel each other 
out. U is not surprising, therefore, that the 
main effect of child disability on maternal labor 
force participation (as estimated in an equation 
that does not include interaction terms) is weak 
and statistically Insignficianl (B = -.0228; 
S.E. - .0397). 

As 0-lNCOME values for working mothers 
of disabled children were estimated as a func- 
tion of other variables, it could be argued that 



the n\arkedly attenuated regression of labor 
force participation on 0-lNCOME in two- 
parent families with disabled children might, hi 
part, be an artifact of a greater measurement 
error of O-INCOME in this group. It might 
also be argued that* tn using weight? calculated 
on the random sample, we have overestimated 
the actual O-INCOME for employed mothers 
of disabled childrcr>— *n error that would in- 
deed result in a downward bias of the coefft* 
citnt of maternal employment on 0-lNCOME 
in this sample. Indeed, in applying weights es- 
timated on the random sample to families with 
disabled children, we make the assumption 
that the same set of factors predict 0- 
INCOME in the same manner in both popula- 
tions. That is, we assume that (1) there are no 
unique sources of O-INCOME m the disabled 
sample, and (2) the principal predictors have 
similar weights in both groups. With respect to 
the first as'iumption , it should be noted that the 
miuor assistance program lO families of dis- 
abled children (i.e.. Crippled Children Ser- 
vices) supports the provision of medical ser* 
vices, but does not transfer cash payments to 
families. As to the potential differences in the 
weight^ of prrdictors used to generate O- 
INCOME. it could be asked if husband's in- 
come, the single most important predictor of 
O-INCOME in two-parent families, might be 
significantly reduced by the presence of a dis- 
abled child in the home. However, previous 
research by Salkever (1982b) shows that pater- 
nal 'darnings are not significantly decreased by 
the presence of a disabled child. It seems 
doubtful, therefore, thai cir estimation proce- 
dure has systematically overstated 0- 
INCOME for families with disabled children. 

There is other evidence to suggest that our 
finding is not the result of sutistical bias. First, 
the same sort of income interaction observed 
here was also reported by Salkever (1982a). 
Second, information on O-INCOME for 
non-working mothers was obtained in the sam* 
pte of disabled children directly from respon- 
dents, just as it was in the random sample. A 
comparison of 0-lNCOME distributions for 
non-working mothers in the two samples 
clearly shows a markedly greater proportion of 
tow 0-lNCOME among non-working mothers 
with disabled children than among those with- 
out disabled chitdrrn. The respective propor- 
tions of mothers wuh O-INCOME less than 
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$•0,000 are 18% and 5%. of those with O- 
INCOME of $10,000-519.000. 40.5% und 
32.8%, and of those with 0-INCOME of 
$20,000 *Td over. 41% and 62% {p < .00C5). 
Mean 0-lNCOME of non-employed married 
mothers with disabled children is $19,052. and 
01 those without disabled children. $25377 (t • 
4,074 (343);/» < .0002). It is highly unlikely that 
such a lar^e difference in income distribution 
could be explained by other factors, such as 
class differences in prevalence rates of chO- 
dren's disabilities. In this regard, it should be 
noted that income data from the United States 
Census Bureau's Survey of Income and Edu- 
cation, presented by Salkever (1982b). show 
much smaller differences between all families 
with and without disabled children. 

The negative effect of a disabled child on the 
probability that a married mother is employed 
is almost t hree times as strong among blacks as 
among whites, 36% and 13%, respectively 
(Table 2). The coefHcient for whites is not 
statistically significant, whereas the coefficient 
that measures the difference between the effect 
of disability on blacks and on whites is statisti- 
cally signtficam. 

The finding that child disability has a 
stronger negative effect on the lator market 
behavior of black and low-income wives than 
on that of white and high»income wives is sup- 
ported by the subjective reports we collected 
from mothers regarding the extent to which 
child disability restricts their nonfamilial roles. 
On the scale measuring role restrictions, black 
married mothers of disabled children scored 
higher, on the average, than their white coun- 
terpans. 18.03 and 15.90. respectively (r « 
1.945 (276). p m .05). The difference between 
low income « S 10.000) and high income (> 
S 10.000) if even greater. 18.86 and 15.78, re- 
spec*;,,::, ft « 2.926 (276). p - .003). On the 
item most directly related to employment—** I 
cannot take a job outside the home because of 
the child's condition"— a higher proportion of 
black than while wives expressed agreement. 
27C^ and I99f. respectively; and propor- 
tion;iicIy more low-income than high-income 
wives expressed agreement. 31% and 18..^%, 
rc^ptfciiv^ly. In sum. respondents* perceptions 
of the extent to uhich the care of a disabled 
child confined them to a domrstic role and 
preempted employment corroborate the re« 
gression results on the l.tbor market behavior 



of married nv^th'trs. Both sets of daU indicate 
that child d«sabili;y is a stronger deterrent to 
matcrrial employment in black and low-income 
families tnan in white and high-income 
families.^ 

As Table 2 shows, results on other determi- 
nants of I r'j/ioyment of married mothers arc in 
accord with past research. Mother's age has a 
curvilinear effect on employment, as indicated 
by the signs and statistical significance of the 
two age variables (sec Undry and Jendrek, 
1978. and Sweet, 1973. for similar results). With 
respect to level of education, our results indi- 
cate that an additional yearof formal education 
raises the probability that a man cd mother is 
employed by 3.57c (sec Bowcn and Fmegan. 
1969; Cain. 1066: and Sweet. 1973). Number of 
children has no effect on the employment of 
wives in our sample, which comprises families 
with at least one child present in the home. In 
contrast, age of youngest child has a positive 
effect on the employment probability of mar- 
ried mothers: The likelihood that a 'narried 
mother is in the labor force increases by ap- 
proximately 2% with each additional year of 
age of her youngest child (sec Cam, 1966; 
Sweet, 1973; and Waite. 1980). Tnc effect on 
employment of a mother's rating of her general 
hsalth is not statistically significant. 

Table 2 presents also the unstandardized re- 
gression coefficients of labor force participa- 
tion of mothers in single-parent families. TTiis 
category comprises widowed, divorced, sepa- 
rated, and never-mtjTied mothers. In contrast 
with the results fo* two-parent families, in- 
teraction termr betwern the presence of a dis- 
abled child in the home and income or lace arc 
not statistically significant. The absolute value 
of the coefficient for the product term DIS- 
ABLED X RACE, however, isgreaterihan its 
standard error. The sign of the coefficient is 
positive, in contrast to the negative sign of the 
corresponding coefficient for two-parent 
families. This could mean that, whereas for 
iwo-parent families the negative impact of 
child disability is greater for blacks than for 
whites, among single-parent families the effect 
is the reverse. The negative effect of child dis- 
ability among single mothers was found only 
for whites, reducing the probability of their 
employment by approximately 16%. whereas 
the employment probability of comparable 
blacks was unaffected. 
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Aside from iti possible intcrmction with race, 
child disability docs not emerge as a factor in 
labor force participation of single mother*. The 
model, however. doc$ account for a subsUntiaJ 
i>art of the variance (i.c.. 3296) and three fac- 
tors are found to have sub»uni;vely as well as 
statistically significant elTects. Mother's edu- 
cation 9nd age of youngest child have strong 
positive impact on labor force participation of 
single mothers, jusi as they have for nwrricd 
mothers. In contrast, mothers health has a 
positive and statistically significant effect on 
the employment probability of single mothers 
only. We speculate that their close financial 
dependence on market work would induce 
healthy single mothers to seek work, leaving 
among the non-v-orking single nK>thers a dis- 
proportionate number of those who arr in 
poorer health. Conversely, since married 
mothers have more discretion regarding 
whether or not to work for pay (as their lowe: 
labor force participation rates show), trieir 
health is less likely to be a factor; and its re- 
lationship with employment status is. there- 
fore, likely to be weaker. 

In a second set of hierarchical regressions, 
we examine the effect of child disability on 
hours of work for employed mothers. The hy- 
pothesis, as stated above, is not one of interac- 
tion but rather of an average, weak, negative 
effect. Table 4 presents the results for two- 
parent and single- parent families. The coeffi- 
cienls of child disability are not statistically 
significar.t for either two-parent or single- 
parent famiiies. The results, however, are con- 
sistent with our expectation, in that ihe cocffi- 
cents are negative and are larger than their 
respective standard errors: for two- parent 
families. B - -2.3317 (sc. - 1.6536). and for 
single-parent families. B « -2.9439 (S.E. - 
2.4883). Furthermore, the regression coeffi- 
cient of child disability calculated on the com- 
bined sample of two-parent and single-parent 
families is almost twice as large as its standard 
error: B - -2..<795 (S.E. - 1,3718: /> < .10). 

Three factors in the model affect hours of 
work of married mothers; age of youngest 
child, race and O -INCOME (Table 4). As her 
youngest child grows older, an employed mar- 
ried mother increases her hours of work ap- 
proximately one-half hour each year. Employed 
black mothers w ork . on the average, more than 
5 hours in excess of white working mothers. 



TABLE 4. HkrarcMcsl l Ugf t Ml ww 9t Hwm W 
Work r«r Ein[4«yH MotlwfS ^ Marital 
Sutiii (partial —uwiiiiiml r iy M ri ta 
eocmckaU; tUnda.'d crr^r la 

tMhtth) 



Independeru 
V»riab?e 


Two-Pvcm 
Families 
(n « 290) 


One*Parcai 
Families 
iu " 91) 


AGE 


-.1217 


tJ0S9 




(.9906) 


(1.1575) 


AGE' 


-.0017 


-.0180 


. (.0123) 


(.0143) 


EDUCATION 


.0694 


-J839 




(.3629) 


(J57J) 


CHILDREN 


-.1069 


-1.0780 




(.7759) 


(.9991) 


YOUNGEST 


.6172' 


.3568 




(.2365> ■ 


(.3652) 


HEALTH 


.7141 


.5981 




(1.2636) 


(t.9037) 


RACE 


5. 5000* 


3.1904* 




(2.1638) 


(2.4966) 


O-INCOME 


-.2063* 


.3722 




(.0832) 


(.2359) 


DISABLED 


-2.330 


-2.9439 




(1.6533) 


(2.4883) 


CONSTANT 


32.931 


14.474 


R= 


.100 


.167 



• Coefficient exceeds twice hi standard error. 



Husband" s income has a nejative effect on 
hours of employment of working wives; an in- 
crease of $5,000 is associated with a reduction 
of one hour of work. These eflccts nuy mea- 
sure chanjcs from part-time to fulNtime em- 
ployment more than small increments in hours 
of work. Thus, the racial diflcrence probably 
reflects the smaller proportion of part-time 
workers among black tha»i among white work- 
ing wives. Our own data indicate such a trend, 
as do data pi^senttd by Landry and Jendrck 
(1978). 

Of these three determinants of hours of woik 
in two-parent families, only race is statistically 
significant in predicting hours of work of single 
mothers. We tested also the interaction effects 
ofchilddisabilitywithO-INCOMEandraccon 
hours of work, but failed to find evidence for 
such interactions for either two-parent or 
single-parent families. 

The intpdii nf Severity ofCliHJ Dhab'ttiiy. 
Severity of child disability was hypothesized to 
interact with family income (0-JNCOME) and 
race, reducing (as the seventy increases) the 
labor force participation of mothers in low- 
income and black families more than it reduced 
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that of mothers in high-income and white 
families. ** Activities of daily living'* (ADL) 
measures the extent to which the child gets 
Mp in self-care and mobility. We chose (his 
ftcal^ »s %n appropriate index of severity of 
disabHity on the grounds that it probably mea- 
sures the burden of care imposed on parents 
more closely than other disability measures. 
Table 5 presents the regression of maternal 
labor force participation and hours of work on 
ADL interactions with income and race. Al» 
though these results arc from analyses in which 
t^le total set of six covariates are entered before 
ADL and its product terms with 0-lNCOME 
and RACE, the coefficients of these cova,iates 
do not appear in Table 5. as they already ap- 
pear in l ables 2 and 4. 

Res U$ on the effects of ADL on labor force 
paiticipation in t^o-parent faii.i'ics are gener- 
ally consistent with our expectation* {»ee 
Table 5). The interaction between ADL and 
0~INCOME is statistically significant and with 
the hypothesized sign. The negative (linear) 
impact of severity of disability on maternal 
employment decreases with increments in 
family's income net of mother's earnings. The 
negative slope measuring this impact is 
steepest for those with the lowest incomes, and 
is reduced by .0008 with an income increase of 
SI. 000. In Table 6, we present regression esti- 
mates for selected levels of 0-INCOME and 
changes in employment probabilities associ- 
ated with three levels of ADL at each of these 
income levels, following the technique de- 
scnbcd in Cohen and Cohen (1975:310-314). 



TABLE «. EAtmaltd RcgrcwtMt Matenua LFP 
on ADL tmSmMua Lome b L7P by 
ADL M RtprcaeDUtlirt Uvcb O- 
INCOME r«r Tw».PartM Fanlks 



O-INCOME 


Slope 


Changes in LFP «t 


ADL- 
< 


ADL- 
12 


ADL- 
Ig 


5.000 


-.020 


-.12 


-.24 


-J6 


10.000 


-.016 


-.10 


-.19 


-.29 


^.00^ 


-.001 


-.05 


-.10 


- \4 


30.000 


.000 


.00 


.00 


.00 


4aooo 


.oo: 


.05 


.10 


.14 



As Table 6 shows, the slope of ADLon labor 
force participation for families with an annual 
income of $5,000 is -.020. This can be 
translated to a loss of 12% in the probabDity of 
employment at c level of disability that char- 
acterizes the average disabled chSd in two- 
parent families (i.e.. ADL « 6). For mothers 
with a more severely disabled child, i.e., at one 
and two lundard deviations above the mean, 
the likelihood of employment is reduced by 
24% and 36%. respectively. For famSies with 
an annual income of $ 10.000. t he slope -.0 1 6 
and the associated reductions in employment 
probabilities are smaller. For families with an 
annual income of $30,000, ihere is no linear 
relationship between level of disab3ity and 
labor force participation, whereas for those 
with an income over $30,000, the regression 
slope is positive, indicating a positive impact 
on labor force participation of severity of dis- 
ability. However, the reversal of the regression 



TABLE 5. Hler»rchlc»l Rttrtislons of Lmbor Fofct Pirtkipatioo tnd Houn of Work on Severity of ChBd 
DtoibDhy (ADL) hy MtrlUl SUtiu* (puthl unsUiuUnlUtd rtgrttslMi coefTklents: sUndvtl error 
in psrtnlhcMs) 

^E!: ADL X Q.lncome aDL x JUce 

IFF 

Tuo.Pjrcnl -.02Jft .OOOS -0136 

Or^C'f-MCM .0127 -.0025 liS 

(0148) (.(X),6, (Ol55) 

T\*0'I*yrcni -.5942t 

Fjmtlies (.2036) 
One p;trenl "AQOl 

Fjmrlie^ ( 3COO) 

• Conlrohng for AGE. AGE*. EDUCATION. CHILDREN. YOUNCBST ind HEALTH For HOURS 
regression. RACE and O-INCOME are also conlroUcd. i:-/**-!". ror «uuk:> 

» Cocfficicni iixceeds Iwice us standard error. 
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sign IS of little prscticjJ wgniflcaiKC in thU 
study* since most two-parent famDies with dis- 
abled children (929^) had an annual income of 
$30,000 or less. Ino^, the coefficient for 
ADL at entry into the rrfrtuion (i.e.* before 
the interaction terms were introduced), ii 
statistically sifniHcant and netative. B ■ 
-.0101 (S.E. ■ .0039). The size ofthis average 
effect of ADL is approximately the same as 
that found for families with O-INCOME of 
S19.000» the median OINCOME of two- 
parent families with disabled children. Thus, 
although severity of disability has a far greater 
impact on those at low incomes, it has a nega- 
tive impact on the probtbttity of employnwnl 
of most married mothers. 

The impact of severity of disability on the 
labor force participation of mothers in white 
two- parent families, as measured by the cocffi- 
cicnt for ADL from which is partialleO the ef- 
fect of ADL X RACE, is statistically signifh 
cant tnd negative (see Table 5). The neg«l-ve 
slope for blacks is even sleeper, -.0375, as 
compared to -.0236. The difercnce, fJthoiigh 
consistent with our expectation, is not statisti- 
cally significant. 

For single-parent families we did not find 
suppon for the interaction hypothircsis: nor is 
there evidence that severity of child disability 
reduces maternal employment rate across in- 
comes and racial groups. 

In Table 5 appear also the regression of 
hours of work for working mothers on ADL for 
two-parent and single-parent families. With re- 
spect to hours of work, we hypothesized a 
weak negative main elTect of disability mea- 
sured either as a dichotomy or as a continuum 
of severity. As expected, coefficients for both 
groups are negative, and in two-parent 
families, the coefricient is statistically signifi- 
cant, as well. In single-parent families, the 
coefTicient is larger than its standard error, but 
is not significant at a » .10. Adding interaction 
terms. ADL x 0-lNCOME and ADL x 
RACE, to ihe equ.iiion of hours of work of 
cither married or single mothers docs not in- 
crease significanily the variance accounted for. 

We infer from these findings that, as level of 
child disabilny increases, the number of uork 
hours of cmplojcd wives decreases: and that 
ihis relationship is constant across income 
lewis and bel\^cen blacks and whitev. Among 
iuo.parent families. \^hen le^el of seventy 



equals the mean of our sample with disabled 
children, a mother reduces her work week by 
tpproximaiely 3 hours. When the disability is 
at the maximum level of severity, she reduces 
her work week by 10 lioun. For single moth- 
ers, corresponding reductions of hours of woric 
are :ittenuated, and the negative impact itself is 
not sutisiically significant. 



Sttmnwry of suits 

The analysis presented in this paper provides 
evidence that caring for a disabled child in the 
home exerts a negative impact on the Isbor 
market behavior of married mothers. With re- 
spect to labor for^ partfcipation. child dis- 
au*^tty imeracts with race and income: it exerts 
a far .greater negative iinpact on maternal labor 
force participation in black, u compared to 
white, families and reduces the probabtlttiesor 
maternal Ubor force participation in famflies 
with income below the median* although in- 
creasing such probabtlilies in families with in* 
come above the median. The reduction In bbor 
force participation is in direct relationship with 
severity of child disability. Although most 
families with disabled children are subject :o 
the negative linear effect of severity, the 
amount of chimge in labor force participation 
associated with a unit change in severity is 
greater for families with a low income than for 
those with a high income. In contr ist, the im- 
pact of child disability and severity on weekly 
hours worked by employed mothers is not 
conditioned by either family income or race. 
Family income has the same negative impact 
on hours of work of those with and without a 
disabled child, and emptoyed black mothers 
work longer hours, indepenidently of their chil- 
dren's health. Child disability *»as a weak 
negative main efTect, if any, a. 1 the linear 
negative impact of severity of disability, while 
statistically significant, is. on the whole, mod- 
est. 

These findings taken together confirm our 
expectations regarding the impact of child dis- 
ability on families. Low-income and black 
wives, who must choose between the conflict- 
ing demands of continued employment and 
caring for a disabled child in the home, find 
themselves in an either/or situation: they either 
drop out of the labor market or continue to 
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work longer hours, as compared to higli- 
income and white mothers. Conversely, moth- 
ers in htgh-tncome ind white two-parent 
families do not respond to the demands of care 
of a disabled child by ieavinf the labor force. In 
fact, the maternal employment probtbDity ia 
high-inconf>c families rises but. like employed 
mothers from high -income families and white 
families who do not have a disabled child, they 
arc more likely to spend shorter hours at work. 

Labor market activity of single n^others (i.e.. 
widowed, divorced, separated or never mar- 
ried), does not appear to be signiflcan:ly af- 
fected by child disability either alone or in in- 
teraction with income and race. The data sug- 
gest, however, that there may be a negative 
effect on labor force participation among 
white, single mothers. 



Phcusshn 

Our data are incomplete with respect to an 
important factor. Infomiation on family in- 
come exclusive of mother's earning was not 
gathered from the s^^mple of families of dis- 
abled children. In its absence, we estimated the 
value of this variable as a function of other 
variables. Although we have argued (with the 
support of empirical evidence) that the ob- 
served interaction between child disability and 
husband^s income on maternal employment is 
unlikely to be the result of st:\tistical bias, we 
could not rule this possibility out completely. 
Despite thi^ limitation, the results warrant 
careful consideration, especially because the 
area of investigation has received little atten- 
tion and is likely to be ofincreasing importance 
in the future. 

An aliernutive explanation for the greater 
negative impact of child disability in black and 
low-income, two-parent families might be that 
these families have greater access to publicly 
supported medical care for tlnir disabled chil- 
dren. According to this arinment. motl;ers 
might reduce their labor force activity in order 
to qualify for these programs, or might feel less 
of a need for maternal earnings to pay for such 
services. The m^^or public program supporting 
these special services is Crippled Children 
Services.' Forty-four percent of the two- 
parent families in this study receive such ser- 
\ices. However, the emplojmeni rate among 



mothers of recipients is not different from that 
of mothen of nonnecipients. 40% and 46%. 
re$pecti\-ely. These data, anJ the fact that the 
Crippled Children Services proi,. ^ does not 
use a strict income-eligibility criterion, seem 
to rule out this alternate explanation. 

Before one can fully asseu the stgnificance 
of our findings, it is nccess&ry to take into 
account the economic conditions that induce 
black married women and wives of low- 
income husbands into the labor market in 
higher rates, and for longer hours. Low- 
income families are more likely to depend on 
wives' paid work for income needed for the 
purchase of nonducrttionary market goods 
(Orf^anization for Economic Co-operation and 
Development. 1978). There is, however, a 
sharp contrau between the empk»yment rates 
of black ^ives and those of white wives, a 
contrast that persists even when husband's in- 
come and other compositional differences are 
controlled. Several expbnations have been 
offered for this discrepancy, such as race dif- 
ferences in marital instability, and in the avail- 
ability of child care within the househoM and 
from rlaii\es and friends outsk!e the house- 
hold (Cain. 1966: Sweet. 1973). Undry end 
Jendrek (1978) present data incompatible with 
these arguments. In their daU. divorce rates 
were not higher among blacks, nor did black 
wives have a greater access to child care from 
family or friends. They suggest instead that, 
"black wives are not deterred from working by 
their husband's income for the simple reason 
that his income is not sufficiently high to allow 
them not to work" (Landrey and Jendrek. 
1978:795). Put another way. bUck husbands' 
income is. on the averife. bek>w the thres- 
hold level at which it can have a deterrent 
effect upon the wives' labor force participa- 
tion. In addition to :hese exptarations. other 
factors shouM be conskiered. In this and in 
previous studies, husband's inc<^ was not 
measured with respect to either long-term 
earnings or tlie expected stability of his em- 
plox-ment. The difficulty of maintaining a mod- 
est standard of living in unsettled economic 
times and in insecure jobs is probably greater 
for black than for while families. Such uncer- 
tainties max motivate black wives to remain in 
the labor market when white wives withdraw in 
response to increases in husband s income. 

Since lo\^ -income and black families depend 
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more closely on wives' earnings for their 
long-teim standard of living, responsibilities 
that deter wives* employment are economically 
far more damaging for them than for other 
families. In high-income families, the with- 
drawal of the wife from market work reduces 
income, but the ?oss of this increment does not 
threaten the family's capacity to meet its basic 
needs. In lowMncome and black families, 
however, such losses often threaten the foun- 
dation of sut)Sistance. 

Our findings that a disabled child has no 
impact on the labor for\:e activity of single 
mothers suggest the need for further research, 
as no one explanation could account for the 
negative results. One possible reason is that 
the sample of single mothers is less than one- 
third as large as that of the married mothers, so 
that rather small coefHcients that would 
statistically significant for married mothers are 
not so for single mo'hers. In addition, single 
mothers fall *vithin a narrow inconte range, and 
the restricted variability may account for the 
insignificant conditional relationship betweeri 
employment and disability by income. It is 
possible, however, that the uniformly tow in. 
come of single nr>others is of a substantive rele- 
vance as u-cih because single mothers and their 
children critically depend on income from the 
mothers* employment, they may be unable to 
nfvike the economic sacrifice (i.e.. to redu< i 
their vork week or drop out of the labor force) 
required for the extra care needs of a disabled 
.chi;d.' 

Child disability has, in addition, non- 
economic effects on families. Previous re- 
ports indicate that mothers respond with de- 
pression and psychological distress (Breslau et 
al.. 1980: Cayton et al.. IPT. Tew and Lau»'- 
ente. 1973). and that some subgroups of nor- 
mal siblings manifest behavior problems 
(Breslau et al.. 1981: Lavigne and Ryan* 1979». 
Recent sociological research would kad us to 
expect, moreover, that these psychological re- 
sponses may be more prevalent in lower class 
families. StKiologica! explanations of the in- 
verse relationship between social class and 
PN>chiatric symptoms has focused chiefly on 
the function of stressful lif* events in this re- 
lationship. While research consistently indi- 
cates a higher ra:e of distres*- among the lower 
classes, it does not support the hypothesis that 
it is caused by the lower classes* greater expo- 



sure to stressful life events. Rcspondenic in the 
tower classes have been found to exhibit more 
symptoms than do people in the higher classes 
at any given level of exposure to stressful ex* 
periences (Brown and Harris. 197S: Brown et 
al.. 1975: Ungner and Michael, S963). Rc- 
searciiers have consequently postulated a dif- 
ferential emotional response to adverse life ex- 
periences of people in different social classes 
(Kessler. 1979; Kessler and Oeary, 19eO). 

It is unclear how intrapsychic and envi- 
ronmenul factors interact and contribute to 
differential outcomes across social strau (Kes- 
sler and Oeary. 1980). The direct emotio.ud 
consequences of auverse experiences 'n 
people in the tower classes is therefore prob- 
lematic. The resulu of this study, emphasizing 
the differential economic impact of child dis- 
ability between blacks and whites and across 
income levels, suggest a link between social 
class, psychotogical distress and the economic 
consequences of at least one category of ad- 
verse life experiences. They suggest that 
people in differe-l soc*ial classes are experi- 
encing and therefore perceiving different cir- 
cumstances under what may. in the abstract, 
appear to be a single life event. 



NOTES 

1. With respect to several demographic charac- 
tenstics (e.g.. age. sex. level of educatioa). 
Cuyihogi County resembles the 0#'velind 
Ufb«n Area (as defined by th? Census) and the 
accr«gate 248 Urban Areas contaiatng 
IIS.446.556 people, according to the 1970 Cen- 
sus. (U.S. Bureau of the Census, 197,^). Oeve- 
bnd is alto similar to a number of other ^argc 
eastern and mklwestem meiropdiun areas in 
terms of women's ovm«i labor force participa- 
tion rates. Data from the U.S. Bureau of lAhor 
Statistics (Geographic Profile of Empto)'menl 
and Unemptoymem: Spates. 1978 and Met* 
ropoliian Areas. 1977-78) sho*?. for women of 
aget 20 yeari^ and over. > rate of ^5.20( in the 
Cleveland Standard Metropolitan Statistical 
Area. Rates for Buffato. Baltimore. Cincinnati. 
Detroit. New York. Newark. Philadelphia. St. 
Louis a nJ Pittsburgh SMSA's range from 42.0 to 
50 5. 

2. Analysis of data from the tl,S. Census Bureau s 
Survey of Income and Education conducted hy 
one of the authors (D S i shovks higher rates of 
physical limitation in mothers of children with 
health Problems than in those of children Htih* 
(Hit health problems. 

3. There are sohk siaintical problems associated 
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With iht use of a dkhotomous dependent vari- 
able ta ordinary Seasi squares (OLS) refression 
a^lysU (GoWberjer. 1964). However, as alter- 
nale methods, such as probit analysis, have been 
s^KTvn to pr duce rttuits that are not materially 
difTerent from OLS (Gundersofi. (974: MalUr 
and TTwntoo. 1971). this latter analytic tech. 
niqve ts used hci^. Note also that, as the final 
spcns of the dichotomobS Jependeni variables 
are approximately at midpoint, violating the as* 
sumptions in retreuion analysis may not have 
material consequences (CQlespie. 1977: Good- 
man. 1976), 

4. On the basis of an extensive, critical review of 
published research. Ware et al. (197t) concluded 
that seneral health ratings, such as the one used 
here, are valid measures of health sutus. There 
is consistent evidence that these measures are 
assocbtcd with physical and mental health, use 
of medical services, and subscquei** n)onality. 

5. Some researchers have suggested that a variable 
correcting for selectivity bias be included in re- 
gressions based only on dau for employed 
women. (This variable is calculated by estimate 
ing a multiple probil regnessioti based all 
women with employment sutui as the depen- 
dent variable.) Cogan has reponed. however, 
that results obtained by the procedure usea here 
are quite similar to those obuined with a sclec< 
tion bias variable included (See Cogan. 1977), 

6. This scak was modeled after the Impact on Fam- 
ily Scale developed by Stem and Riessman 
(1980). 

7. Funher suppon for \hit interpretation is pro- 
vided by a cross>tabulation of employment 
status and occupation suius of mothers m the 
two samples. For those in white-collar occu< 
pations. there is no significant diiTerence in em- 
ployment cate between the two samples, 
whereas for those in blu^t-ccllar occupations, 
mothers of diubled children are less Miely to be 
employed (Chi square • 2.80. p < .10). 

8 This program luppons the provision of specific 
medical services for children with panrfular 
chronic conditions: however, it does not provide 
any cash payments dtrectly to families. 

9. The mean annual income exclusive of nwihers 
earnings in single-pa^nt families tn this study 
was less than SS.OOO. Government daU cited by 
SawhilK 1976) suggest that single-parent families 
hexded by a woman have become uniquely dii- 
advantaged. In 1973. the average am^ual income 
of such fjmtlies was $6,000. u compared <o 
$15,000 for two parent families. Other data indi* 
cate that almon Mf of all families headed by 
»»omen with children are poor, and that a mapr. 
it> of Mil |X)or families with children ^re now 
hcjJed by uomen. 

REFERENCES 

Bourn. Willum G,. and T, Aldrich Finegan 
1969 The Economics of Labor Force Panicipa. 
tion Princeton Pnnceton University Press 



Creslai*. Naomi. Kathleen S. Staruch. and Steven L. 
Gort maker 

1980 "The burden of cartt^ for a disabled child 
and the mental health of mothers." Paper 
presented at the an«ual raeetin;, American 
Sociolofical Association. New iTorlc. 

fireslau. N.. M. Weitxman, and K. Messenger 

1981 "Psychologic functioning of siblings of dis- 
abled children." Pediatrics 67:344-33. 

Brown. George W.. and riml O. Htirh 
1978 Social Origins of Depression: A Study of 
Psychiatric Disorder in Women. New York: 
Free Preu. 

Brown. C. W.. M. N. Bhrolchaia. and T. 0. Harris 
1975 "Social class and psychiatric disturbance 
, among women In an wtao population." 
Sociology 9;225-54. 
Cain GlenG. 
1966 Married Women in the Labor Force: An 
Economic Ar^lysis. Chicago: The Univer- 
sity of Cliicago Pines,. 
Carpenter. E. S. 
1980 "Children's health care and (hr changing 
role of women." Medical Cart 18:1208-18. 
Cogan. John 

1977 Labor supply with time and money costs of 
panicipati' i. Rand Corporation Repon 
R<204< :Oct.>. Sanu Monica: Rand Corpo- 
ration. 

Cohen. Jacob, and Patricia Cohen 

1975 Applied Multiple Rcgression/C<.<relation 
Analysis for the Behavioral Sciences. New 
York; Wiley, 

Cook. Alice H, 

1978 The Working Mother. Ithaca: Come«: Uni- 
versity Publication Division. 

Cayton. W. F.. S. B. Friedman. J. F. Tavormina. 
and F. Tucker 
1977 "Children with cystic fibrosis: I. Psycho- 
togical test findings of patients, siblings and 
parents." Pediatrics 59:888-94. 
GiJIopic. M. W. 
1977 "Log-linear techniques and the rcgresskm 
analysis of dummy dependent variables- 
Further base \ for comparison." Sociologi< " 
cal Methoos tad research 6:103-22. 
GoUbcrger. a. S. 

1964 Econometric TTieory. New York: Wiley. 
Goodman. L. A. 

1976 "The relationship between the modified and 
more usual multiple regression approach to 
the analysis of d»cholomous variables." Pp. 
83-110 in D. R. Helse <ed.). Sociological 
Methodology, San Francisco: Jossey<Bass. 

Gunderson. M. 

1974 "Retention of trainees: A study with 

dtchoiomous dependent variables," Journal 

cf Econometrics 2:79-93. 
Heckman. J 

1974 ciTect of child care programs on women's 
work effon." Journal of Political Economy 
82 2. Pan :i. March/Apnl (a). 136-63. 
Kerlinger. F N.. and E J. Pedhwur 
19^3 Multiple Regression in Behavioral Re- 



203 



198 



sewch. New Yo.k: Holu Rinehan i«J 
Winstcn. 
Kesikr. R. C. 

1979 "Stress. socUl status and psycholofical 
disircss.*" Journal of Health and SociaJ Be- 
havior 20.100-OS. 

Kessler. R. C. and P. D. Cktry 

1980 "Social class and psjrcholoficai distress.** 
American Sociolofical Review 4S:463*7S. 

Landry. B.. and M. PUn icndrek 

1971 "The employment of wives in middk-class 
bUck families ** Journal of Marriate and the 
FamUy 40:7«7-97. 
Lanrwr, Thortus S., and Stanciy T. Michael 
1963 Ufe Stress and Mental Health. New York: 
Free P«$s. 
L«v^-K. y. and M. Ryan 

1979 **r»ycholojica4ju«mcntofsiblsntsofcha- 
drtn with chronic illness." Pediatrics 
63:616-27. 
Lewis. C. E.. and M. A. Lewis 

1977 "The potential impact of sexual equality on 
he»Jth." New England Journal of Medicine 
»7:863-69. 

Mallar. C. O., and C. V. D. Thornton 

197S "Transitional aid for released prisoners: 
Evidence from the LIFE experiment." 
Journal of Human Resources I3:20S«36. 
Mincer. Jacob 

1962 "Labor force participation of married 
women." Pp. 63->t05 in National Bureau of 
Economic Research (ed.). Aspens of Labor 
Economics. Pnneclon: Princeton Univer- 
sity Press. 

Orcamzation for Economic Cooperation and Devel* 
opment 

1978 Policies for Equal Opporluniiy for Women 
in the Economy. Pans: Manpower and So* 
cial Affairs Commtllee. 

S^Skever. D. S. 

19S3a "Children's health problems and maternal 
work status." Journal of Human Resources 
17:94-109. 

1982b 'Children's health problems Implications 
foi parental labor supply and earnings.** In 
Victor Fochs (cd.) Economic Aspects of 
Health. Chxrago* linivcrsity of Chicago 
Press. 
S.Awht!!. I. 

i976 "Discrimination and poverty among women 
who he»a families." Signs I 201-12 



Smith-Lovin. 1... and A. R. Tickamytr 

1978 ** Labor force panicipttton, fertQity behav 
ior and sex role attitudes.** American 
Sociolofical Review 43:541-57 

Stein. ? E. K., and C. K. Rietsman 
1980 The development of an impact-on -family 
acale: Preliminary (Indints.** Medical Care 
18:463-72. 
Sweet, James A. 
1973 Women in the Ubor Force. New Yoci: 
Academic Press. 
Tew, B., and K. M. Laurence 
1973 '^Mothers, brtnhers and sisters of patieritt 
of spina btftda.** Devciopmental Medicine 
and Child Neurotogy |5 (Swppl. 29>:6?»-76. 
U.S. Bureau of the Census 
1973 The City and County Dau Book. 1972. 
Washington. D.C.: U.S. Government 
Printiri OfTicc. 
U.S. Department of Labor 

1979 Employnnnl and Tratnins Rrport of the 
President. Washingloo, D.C: U.S. Cov- 
emment Printing OfTice. 

U.S. National Center for Health Staiistica 
1972 Curren! Estimates trom the Health Inter> 

view Survey: United Sut(^— 1970. U.S. 

Department of HEW Publication No. 

(HSM) 72-1054. Washington. D.C.: U.S. 

Govemnwnt Printing OfTice. . 
U.S. National Center for Health Sutistic* 
•979 Current estimates frorvi ihe Health Inter* 

view Survey: United States— 1978. U.S. 

Department of HEW Publication No. (PKS) 

iO-l55l Washington. D.C.: U.S. Govern- 

mcnt Pnntiag OfTice. 
Waite. L. J. 

1976 "Working wives: 1940-1960." American 
Sociological Review 41:65-80. 

I9f^ "Working wives and the funily life cycle.** 
American Journal of SocicV>gy 86:772-94. 
Waite. L. J., and R. M. Siolzenberg 

1976 "Intended childbearing and tabor force par- 
ticipation of young women: Insights from 
Ronrecursive models." Anverican Socio- 
logical Review 41:235-52. 
Wart, John E.," Jr.. Allyson Davies-Avery, *nd 
Cathy A. Donald 

1978 Conceptualization and Measurement of 
Health for Adulis in the Health Insurance 
Study. Vol. V. General Health Perceptions 
(R-l987/5>riEW) Santa Monica* Rand 
Corporation. 



204 



199 



fFrom Uppincott/Harper A Row. Philadelphia, PA] 

Use of Health Services by 
Chronically 111 asid Disabled Children 

Kathleen Smyth-Staruch, MA,* Nao.va Breslau, PHD,f 
Michael Weitznux, MD,| and Steven Gort.vuker, PhD§ 

by 369 pediatric paHents with cystic fibrosis, cciebral palsy, myelodysplasU, or 
mtiltiple physical handicaps and 456 randomly selected children wWiout con- 
genital condibons from the ClevelatKi area were examined. Use of hospltaliza- 
i^fi^l A%*1SL""'''*' ^ chronlcaUy 01 or disabled child was 

10 bmes that of the average eomMrison chUd. Physician specialists, occuoa- 
tinnd and physical the«pl,t>, and school .norm were tf^mjor <;^^t 
T^**^ disproportionately by dUldren with chronic lllnefses w dis- 
abillbes. T1>em^or share of health care used by chUdren with chronic condi- 

^"'^li^'i'^Jx^"^^ Al» hospltalarwrS: 

counted for by one Aird the children, and three quartets cf " outpatient care 
wa, accounted for by one quuter of that sample. Hospital care^STused^ 
simUar rates by the four diagnostic groups. However, amount and type of outpa- 
F!Sm!j;i^'*"-!f diagnosis, level of functional impairment, race, «d incrn^ 
A^Tf 7^* expenditure for be Jth services used by the chronicaHj 111 or 
H^lf T^llT" ^^^I^^* Ouit of the comparison sample. RelaHve distribu- 
tion of esbma^ed rxpendilures «^5s types of services differed for the two 
samples as well as «nong dia^c categories. Key wotdsi diildhood chronic 
uineis; ublizabon; health care; hospitalizabon. (Med Care 1984, 22:310-328) 



Children are the healthiest segment of 
the American population. Although the 
incidence of acute illness is high, few chil- 
dren suffer from chronic illness or disabil- 
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ity, and their overall mortality is low. Be- 
cause of their excellent health, children 
use far less inpatient medical care than 
adults. The average child spent only 29% 
as many days in the hospital in 1975-76 as 
an adult younger than 65 years of age and 
only 8% as many days as an individual 65 
years of age or older.' For most children 
medical care consists of visits to office- 
based physicians for routine preventive 
care and for the treatment of acute illness. 
Even with lespect to ambulatory medical 
care, children use fewer services than 
adults. In 1975-76, the average child 
younger than 17 years of age had 4.1 physi- 
ciap contacts, while on the average, adults 
18-^ J vfars of age had 5.2 and those 65 
years of ago and older had 6.7.» 

Although children with physicia! liniitii- 
turns umstitiiU' a small pn>portion of thv 
noninstu. »i(jnc>lized child population. 
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their use of health care is markedly dispro- 
portionate to their numbers. Reeent statis- 
tics from the United States National Health 
Interview Survey (NHIS)* indicate that in 
1979 children with activity limitation due 
to chronic illness constituted 3.9% of the 
child population younger lhan 17 years of 
age. but accounted for more than 30% of 
hospital days used by the total cohort. The 
average annual number of hospital days for 
a child with activity limitation was 2.8. 
compared with 0.3 for a child free of limita- 
tion. Physician visits wert» also more fre- 
quent among disabled children than the 
general child population: The average an- 
nual number of physician visits for a child 
with activity limitation during 1979 uas 
9.5. compared with 3.9 for a child without 
limitation. In spite of its importance for 
health care policy and planning, informa- 
tion on the use of rehabilitation, mental 
health, and social services by chronically 
ill or disabled children is not available 
from the NHIS. 

A survey of physicians in Genesee 
County. New York, revealed that public 
health nurses, social workers, mental 
health workers, physiotherapists, and vo- 
cational rehabilitation specialists were 
rarely used for the six disabling conditions 
(asthma, epilepsy, heart disease, arthritis, 
diabetes, and cerebral palsy) covered in 
that survey.* While the report emphasized 
the overwhelming needs of children with 
disabihties and the failure of existing 
health programs to meet them, it did not 
document the types and \ olume of services 
these children act\ially nsed. In a recent 
assessment of the state (»f knowiedge about 
children Aith speci.il needs. PUss and 
Zvaguhs conchub'd that most pertinent 
epidfm»()l<)>iu d.it.i .ire dcficu-nt w ith n- 
Rard to utiliAttioii ol iiK (Ih.iI .iiid n l.itrd 
servitrs.* 

Whili- ur know tii.it < Inldrt-n with 
chronic conditnuiN .is .i viroiip .irc innrc 
hkrlv th.ni jhildrtMi uitbnut siith (uiuh- 
tionstu iiM- ht alth ».iri' m nm s ami Ut do 



so more frequently, and that volume of us^ 
varies within this group as well, our 
knowledge is still incomplete. Whether 
and to what extent elements intrinsic to a 
particular disability, severity of functional 
impairment, and .socioeconomic factors in- 
fluence this variation merit study.* Type of 
condition and severity might be concep- 
tualized as indicators of need for various 
medical and rehabilitative servic The 
extent to which these variables account for 
variation in services used might be re- 
garded as a measure of equity in health 
care. In contrast, an association between 
utilization and socioeconomic factors 
might be an index of inequity. 

In this paper, we report cn health ser- 
vices used by children with chronic con- 
genital conditions who receive care in spe- 
cialty clinics in Cleveland. Ohio. We 
examine the use of services by these chil- 
dren as a group, as well as by four diagnos- 
tic categories — cystic fibrosis, myelodys- 
plasia (spina bifida), cerebral palsy, and 
multiple physical handicaps (multiple 
congenital disorders, all with physical 
stigmata, some of which are identifiable as 
specific syndromes). Although strictly 
speaking the data are not generalizable » 
the entire population of children with 
chronic illness or disability, the four condi- 
tions represent a range of congenital physi- 
cal abnormalities Involving various organ 
systems and different levels of severity. In 
addition, cerebral palsy, myelodysplasia, 
and cystic fibrosis constitute three of the 
more common severe chronic conditions of 
childhood. The prevalence of cystic fi- 
!)rosis, cerebral palsy, and myelodysplasia 
in the United States totals about 0.5%.* 
Hrevalt.icc rates for multiph- h<indicaps 
arc not available In-cmsc it is a hetcro- 
Ueiieons ^ronp of rare phyMca! eruditions, 
l iiited St.ites NMIS (l.ita from iiwli- 
ia(< tli.it 1?/^ <»r(hildr< iiO-'^>ye,irNof.me 
h.i\f Iniut.itioM of.Ktivit)' due to ^h^<>nlC 
( <fiu!iti(His Tlu' national d.ita refer oiiK to 
tliildreii \\itli ihronu <oii(htioi)N who are 
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limited in their activities, and thus exclude, 
foi example, those children with cystic fi- 
, brosis who function normally in school. 
These estimates indicate, however, that 
the diagnostic groups in the present study 
constitute approximately one eighth of 
children with serious chronic diseases and 
conditions. 

Our approach was comprehensive, and 
an attempt wa.s made to cove rail health and 
related services used on behalf of the af- 
fected children. This report, therefore, is 
not confined only to hospital care and 
physician services, but describes also the 
use of dentists, nurses, rehabilitation 
workers, counselors, social workers and 
mental health professionals, nutritionists, 
and a variety of other providers. For com- 
parison, we present utilization data from a 
randomly selected sample of 456 children 
free of chronic illness or disability. 

The objectives of this research are: (1) lo 
describe the use of health services by these 
children; and (2) to investigate empirically 
whether and to what extent use of services 
was related to type of condition, severity of 
impairment, and socioeconomic factors. 

F^.. _ach service used we describe the 
proportion of children using the service, 
the mean use by children who received the 
service, and the mean use across all 
children— those who received the service 
and those who did not. These data are 
examined separately by diagnostic cate- 
gory as well as for the total group of chroni- 
cally ill and disabled children. The same 
data are also reported for the comparison 
sample. We then employ multivariate 
statistical techni(]ues to estimate the de- 
gree to which socioeconomic variables — 
race, family income, and mother s educa- 
tion— mfluentt? the use of health services 
by children with varying chn)iiic t<mdi- 
tions and varvni« It-vcls of severity. 

Sample and Data 

Families of ihildren w ith cystic fibrosis, 
terehral pals\, nneloilvsplasia. and innlti- 



pie physical handicaps were selected from 
the case loads of four pediatric specialty 
clinics in two teaching hospitals in Clsve- 
land, Ohio. The majority of children with 
these severe conditions are referred to ter- 
tiary medical institutions. The participat- 
ing hospitals are two of the three tertiary 
hospitals in the Cleveland area, and their 
clinics* case loads provide relatively repre- 
sentative samples of area children in these 
diagnostic categories. A detailed descrip- 
tion ofthese clinics and their populations is 
available elsewhere.^ ' All Cleveland-area 
families of patients 3-18 years of age with 
these diagnoses who had had a clinic visit 
within the last 2 years were asked to par- 
ticipate in the study. Interviews were ob- 
tained from 369 (80%) of the 460 eligible 
families. This sample included 77 families 
with a child with cystic fibrosis (CF) re- 
ceiving care from a clinic specializing in 
the treatment of cystic fibrosis patients; 
118 families with a child with cerebral 
palsy (CP) who received care at either a 
cerebral palsy-orthopedic clinic, or ^ com- 
prehensive care clinic serving children 
with physical handicaps of various types; 
92 with myelodysplasia (MV) who were 
patients at ei''ier the comprehensive care 
clinic or myelodysplasia-hydrocephalus 
clinic; and 82 with multiple physical hand- 
icaps (MH) who were seen at the com- 
prehensive care clinic. 

To obtain a comparison group, we de- 
signed a three-stage probability sample to 
represent all Cleveland-area families 
with children 3-18 years of age. (With 
respect to several demographic char- 
acteristics—age, sex, and levv' of 
education— the Cleveland Urban Area (as 
defined by the Census) resembles the 
aggregate 248 urban areas containing 
1 people, atvording to the 1970 

Census (United States Bureau of the 
Census).) The selection of a random sam- 
ple of the general p<jpulati(m avoids the 
pr<iblems that eharacteri7e studies with 
niati bed controls, in w hu h many known as 
well as unknown lonfodndinus are neies- 
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sarily left uncontrolled. Further, our sam* 
pling scheme produced a representative 
sample of the general population (i.e., a 
nofmative sample), rather than an idiosyn* 
cratic sample of indeterminate generaliza- 
bility, as might be the case when controls 
are matched. When a probability sample is 
used, matching is accomplished statisti- 
cally in the analysis. A detailed description 
of the sampling scheme appears else- 
where* From 530 eligible families, 456 
(86%) complete interviews w?re obtained. 
In each family, a randomly selected child 
3-18 years of age was defined as the index 
(Md and was the focus of an extensive 
inquiry comparable to that of the disabled 
or chronically Ml child. 

Data were gathered from mothers in 
foce-to-face, home interviews conducted in 
1978-79. Detailed information was 
gathered on the index child's use of a vari- 
ety of health care services during the year 
prior to the interview. With regard to hos» 
pitalization, mothers were asked to report 
on the number of overnight hospitaliza- 
tions the child had had and the length of 
stay for each episode. Data on the use of 
ambulatory services were gathered by 
using a list of health care practitioners and 
asking the respondents whether and how 
often each had been seen by the child or on 
the child's behalf in the year prior to the 
mlerview. The list of practitioners in- 
cluded paysician, dentist, nurse, social 
worker, child and family counselor, 
speech, occupational and physical 
therapist, and -lician or nutritionist. 
(Modiers of chronically ill or disabled chil- 
dren, but not of contnjis, wvtv -dsVvd db<ml 
the use of n'SKleiilial and respite care, 
RenelK ecninsclor, and homemaker and 
legal Sfrvifcs. Less than 27( of the children 
m this sample ust-d any of these serv ic es.) 

Research sponsored l)> the National 
Center for Health Slahslu s indicates that 
undc'rrc'porhn« of hospitalizations in 
household surveys incrtascs with the 
length oi liiiu* lu'tuecn iiitt rMcu .iml hos- 
pitahzahon. M'r <if hnspilah/.ituins. for 



example, were found not reported given 
21-30 weeks between the hospitalization 
and the interview.*^ A Canadian study 
linked household survey data with reim- 
bursement reports and found underreport- 
ing of any doctor visits during the past year 
to be about 16%." Thus, levels of utiliza- 
tion described in the present report prob- 
ably underestimate "tiue" utilization by 
comparable amounts. Although some dif* 
ferences in reporting accuracy have been 
noted between respondents in good and 
poor health,** we expect that comparisons 
between groups will not be substantially 
affected by these generally small biases. 
Comparing our results with childreni' 
medical records clearly would have en- 
hanced our confidence in the reports we 
recorded. Because our analysis includes all 
health care services used by the index 
child, however, comparing our results to 
the specialty clinic and hospital records to 
which we had access would have provided 
only a partial test of reliability and would 
have focused on that portion of utilization 
data in which we have the highest confi- 
dence. Records of use of services by the 
disabled children outside the hospital and 
specialt) clinic were not available to us. 
Further, because our comi\arison sample 
was not obtained from medical records, we 
did not have access tc comparable medical 
record data for these children. 

Results 

Hospitalization 

Disabled or chionically ill children, re- 
gardless of diagnosis, were far more likely 
to he hospitalized during the year of the 
.sUidy than contnils (34% and 6%, respc-c- 
tively) (P < O.OOl) (Table I). Differences 
across diagn<isis wvrc slight. Annual 
luiinber of liospital (la>s f<ir th<isf hos- 
pitalized was. on the avenigc-. at least two 
hiiies gn aU r f()r each diagiuistic gniup 
lhan for ( onlrols. Thnnean luniilx-r of (la\ s 
for children w ith t lironit conditions who 
Win- hospitalized w.is 17 3. whereas f<ir 
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Table 1. Hospital izaHon: Percent (n) Hospitalized in Last Year. 
Means, and Standard Deviations 



CF(77) 



CP (118) 



MY (82) 



MH(92) 



Patients 

(369) 



Controls 
(456) 



% Hospitaiizcd 



Hospitalized 
SD 

Alljcasri 
X 

SD 



31 2 
(24) 



13.2 
73 



42 
74 



297 365 
(35) (30) 
X* - 24 

23 2 15.9 
45 0 165 
F - 0.78 

69 58 
265 12.5 
F * 034 



380 
(35) 



15J 
2\2 



53 
150 



339 6.1 
(124) (28) 
X* - 104.3* 

I7JJ 6.2 
27.8 6.7 
t - 2.1» 

58 04 
180 2.2 
t - 64* 



SD." s?^*lL!d'n;tfoa""'"' myclodj-splasia. .MH. multiple physical h«.dicap 

•P < 0001. 

•P<O.OI. 



the controls it was 6.2 (F < 0.01). Average 
length of stay (per hospitalization) for dis- 
abled or chronically ill children was 11.0 
days, compared with 3.7 days for controls. 
There were only small fluctuations in av- 
erage length of stay across diagnostic cate- 
gories (data not shown). Between 3% and 
5% of children with CP. MY. and MH re- 
ported 1 or more days in intensive care. 
There were no such episodes among chil- 
dren with CF. however, and less than 1% of 
the controls had been in intensive care 
(data not shown). Averaging overall cases, 
those with and without hospitalizations, a 
disabled or chronically ill child had 5.8 
hospital days during the year, whereas a 
control child had 0.4. 

Physician Visits 

Although most children saw a physician 
during the year pnor to the interview, more 
children with chronic conditicms than con- 
trols had physician visits (98% ami 88%, 
rcspfc'tivcly) (P < 0 001) (Table 2). An 
examination of the «eneralist/spet lalist 
breakdovMi reveals a more cinnplex pat- 
tern The proportion o{ the tnt.il disabled or 
(bnmi(alK ill s.unple w ho saw ayem-ralist 
(i *' . prdiatruian. General practitioner. 



internist, or emergency room doctor) was 
virtually identical to that of controls (77% 
and 76%. respectively). In contrast, the 
proportion of the total sample with chronic 
conditions who saw specialists was nearly 
twice that of the controls (79% and 42%, 
respectively) (F < 0.001). 

The expected higher level of use of 
physician services by children with 
chronic conditions is far more evident 
when volume of visits is examined. When 
calculated over all children, including 
those with no visits during the year, the 
average number of visits to all physicians 
made by disabled or chronically ill chil- 
dren was iiearly three times that made by 
controls (8.9 and 3.3, respectively) (F < 
0.001). The disparity between the two 
samples was far greater in visits to 
specialists th.'n generaljsts 

Table 2 reveals striking differences in 
the volume of physician visits acmss the 
four conditions as well. Children with CF 
visited physicians more often than any- 
other diagnostic group. Thi ir higher level 
of physician viMts ^^ as Ineanse of an exten- 
sive use of specialists, which, at 9 8 visits 
per \ear. was significantly higher than the 
list" ol specialists !)> an\ of the other »hree 
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' Tabix 2 Physician ViiiU: Percent (n) Who Visited a Physician in Last Year. 

Means, and Standard Deviations 



CF(77) 



CP (118) 



MY (82) 



MH(92) 



Patl-^t* 

(360) 



ControU 
(456) 



All physicians* 
% with use 



Usen 
% 
SD 

All cases 
X 

SD 

Ccnei-aluU* 
% with use 



Vten 
C 

SD 

All cases 
X 

SD 

Specialists 
% with USt* 



Users 
X 
SD 

All cases 
X 
SD 



1000 
(77) 



113 

^2 



lU 
4.2 



35 1 
(27) 



99^ 
(117) 



988 
(81) 



' 301» 



66 
6 1 



10 5 
105 



F - 4^' 



65 
6.1 

i 

839 
(99) 



F - 46' 



X« - 95 8» 



104 

105 

915 
(75) 



39 
47 



13 

33 



935 
(72) 



104 

36 



98 
44 



4 1 

5.2 



1 1 



34 
50 



38 
33 



35 
33 



F - 66» 



83 1 

(98) 



X* -1508* 



878 
(72) 



36 
25 



78 
80 



13 !• 



30 



68 
79 



935 
(86) 



93 
14.9 



8.7 
14.6 

89.1 
(82) 



5.2 
6.7 



4.6 
65 



55 4 

(51) 



67 
13J 



36 
lOJ 



F - 18 6» 



97.8 
(361) 



68.4 
(403) 



X* - 26.6* 



91 
98 



. 9.1* 



89 
98 

1 

76.7 
(283) 



38 
55 



3J 
5.3 



t - 10.2' 



765 
(349) 



X* - 0.0 



43 

5.2 



t - 5.4* 



3.3 
49 



23 
26 



2.0 
2.5 



f - 50* 



79 4 

(293) 



41.7 
(190) 
119.7* 



69 

7.6 



3.3 
66 



f - 50* 



5.4 

7.3 



t - 10.0' 



1.3 
4.4 



CF. cystic Tibrosis. CP. cerebral palsy, MY. myelody 
SD, standard deviation 

• Includes generalists and specialist catt gones as wt 
eralifU or specialists 

*P < 001. 
'P < 0001 

* Includes KfmrJ pedutrKMn>. m-nerJ prattitiom 

diagnostic groups (P < 0.05, using St-ht-ffe 
compansons). This patteni was reversed 
for general i.sls, with children with CF hav- 
ing a significantly hiwrr mean than eat h of 
the other (lia^inostu groups. 

More tlian .50^^ nf the chronicallv ill or 
disahled children visu.-d physicians at 
hoth the spr(ialt\ t linic and either hna- 
tions For 32^^^ aiolmlatnn mt-chcal (are 



splasia. MH, multiple physical handicap. 
■II as physicians who could not be classified as gen» 

rs, internists, and emergency room doctors 

was provided exclusively by clinic physi- 
cians, while 14% saw doctors only in set- 
tutgs other than the specialt>' clinics. An 
exaininatioii of the volume of phvsician 
Msits hy site reveals that appnixunateU 
HY7o of all ph\sician \iMts niach- hy chil- 
dren Willi chronic conditions wt rt* at the 
sp«'Cialt> clinics in which tl»e\ were t n- 
lolled (data not sh<iwn). 
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Dental Visits 

The proportion of disabled or chroni- 
c-aJly ill children who saw a dentist in the 
yearpnorto the interview was only slightly 
lower than that of controls (61% and 69% 
respectively) (Table 3). The difference* 
was however, statistically significant (P < 
0.01). Important differences were ob- 
served across conditions. Childien with 
CF were the most likely to see a dentist and 
cWdren with MY the least likely (83% and 
44% respectively). Mean annual visits did 
not differ significantly between children 
with chronic conditions and controls (1 8 
and 2.5, respectively) (Table 3). 

Rehtbiliution Services: OccwpaHonal. 
rhystcal, and Speech Therapy 

The use of occupational, physical, and 
speech therapist services by children with 
chronic conditions as a gioup was mark- 
ediy higher than by controls (Table 4) For 
each type of service, differences in the per- 
cent of users and in the mean number of 
services were statistically significant (P < 
v.UOl ). 

The four diagnostic groups varied mark- 
edly in the proportion who used reha- 
bilitation services and in the amounts used 



(Table 4). The m^or disparity was be- 
tween children with CF, who rarely saw 
these therapists, and children in the re- 
mainmg three diagnostic groups, who saw 
them more frequently. 

A comparison of the diagnostic cate- 
gones other than CF reveals tliat children 
with CP and MY were quite similar in 
their use of occupational and physical 
therapists: in each group, nearly 40% used 
occupational therapists, and over60% used 
physical therapists. Proportionally fewe; 
children with MH used occupational and 
physical therapists (16% and 37%, respec- 
tively) However, differences in the vol- 
ume of use for those who used these ser- 
vices across the three diagnostic groups 
were not statistically significant. 

Use of speech therapists was twice as 
common among children with CP and MH 
than among those with MY. Differences in 
the mean numberof services for users were 
not statistically significant, however. 

.MenUl Health/Social Service 

Disabled or chronically ill children were 
nearly five times as likely as controls to use 
mental health or social service during the 
year (36% and 8%. respective ly) (P < 0.001) 



Tablk 3. 



CF(77) 



CP (118) 



MY (82) 



% with ust 



Ustrs 
X 
SD 

.AlK AM*) 
X 
SD 



MH (92) 



83 I 
(&4) 



32 
29 



26 

2<) 



576 439 

m (36) 



30 
45 



F - 00 



I 8 
37 



28 
3 1 



1 2 
25 



62 0 
(57) 



30 
50 



I 8 
42 



Patients 


Controls 


(369) 


(456) 


61 0 


69 3 


(225) 


(316) 


X' - 62* 




30 


36 


40 


70 


18 


25 


35 





( ' - I 83 



'r<'om'''" • ^'H ,„„i, 

T 001 
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TMJLE 4. RehabiliUtion Scivices: P<^'^"Vi">;^^°^"**^ ^'"^^^^ 
Last Year. Means, and Standard Pcvutions 



Occupatioiw) 
therapist 
% with use 



Usc^ 
X 
SD 

All c*$es 
X 
SD 

Physical therapist 
% vfi^ use 



Users 
SD 

All I ue$ 
X 
SD 

Speech therapist 
% with use 



Users 
X 

SD 

All liSi « 
X 
SD 



CF (77) CP (1 18) MY (82) MH (92) 



Patients 

(369) 



Contrott 
(456) 



(0) 



39 0 37^ 
(46) (31) 

597 433 
661 523 
F - 07 

22 0 180 
492 379 
F - 70- 



78 

(6) 



62 2 
1484 



48 
416 



9 1 
(7) 



26 4 

27 3 



24 
108 



66 1 
(78) 



• 750- 



610 
(50) 



543 

57 2 



F - 05 



.606 
554 



35 2 
52 8 



366 
52 3 



F - 95* 



458 
(54) 



220 
(18) 



16 a 
(15) 



45 6 
650 



61 
278 



37 0 
(34) 



43 0 

550 



14 7 

38.1 



500 
(46) 



24.9 — 
(92) (0) 
X» - 1280- 

518 — 
61.1 — 



120 
366 



45 5 
(168) 



X* - 249 9- 



0.7 
(3) 



540 
559 



14.3 
12.1 



t - 1.1 



24 0 
48 8 



0 1 
1.4 



t - 10.5" 



- 44 r 



532 
.^7 



F - 10 



45 6 



236 
44.U 



F - 84- 



98 
280 



62 5 
63.7 



:;9 5 

536 



33 9 3.7 
(125) (17) 
X» • 130 1" 

54 4 29.2 
612 354 
t - 1.7 

174 I 1 

405 86 
r - 83- 



CF. ly^tit fihf<»\K. t'P. 

SD. staiKliri) tU\i^t 

•P < 0001 



hr.l |uK> MY. n.>, I.Klyspl.sM. MH. .n.ilt.pl^' ph^^.-» h.md.c.p 



(Table 5). hut voluiiu* of sorvitcs u\vi\ hy 
those who had at h ast oiu* vimI was. on tho 
average, siiinlar ni thi* ^ainplt'N (9 4 
and 8.3. ri «s)UH tun h ). a ii>nM <im*n( i* of 
thcM- tn-ii(K. iliiMn ' ^ 

Uous aNatiroup h.id a Mgnd" aiith highiM 
imaiiiiM th.iiuohtrnUn 3aijd(>fi ri sp< i- 
tivi KH/* 0<HU' S..I lal \\»irkrrM»»nsti- 

tuti'd th<' iii«»^t » Minrir »d M-niK 

of thiN loi (hsahliii or iiir.mnalh ill 



children, hut were rarel> used hy controls: 
^O*;. of children ^Mth ehr<uiii conditions 
h„t «m!v r/. id tontnds reionvd se.vices 
tr.a^^oelal unrkers When, h.ldren in the 
,..nlr<d «ioup sau pr..f, ^sinu.iU m the 
iitai health K'I ^er^ k e tu hl. th.'N Naw 
p,„.,anU MM.i.Mlors (i ^^lio«'> 
M h.rN, thihl am! taiinU o)UiiNel.»rs» 
l^^<hlat^^l^ and psMlioIogists uere sk k-u 
In ^cr^ U u . iiildn iu:' ' nr.mi either sani- 
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, , T.»BLE S. Mental Health/Soc ul rvic-c- rc..„, („) ^s^h» Used Se^^.|ct■. 
Last Year. Means, and Standard Deviations 



CE(77) CP (118) .MY (82) mm) ''S ' "t^^^" 

ToUlnicnta] health rsocu) ~^ ~- 
service 

>0-l 364 476 478 363 

* "\..3,l'.^^' 

Users * X«» 102 7* 

n i]i .«! - 



lea: 



Counselor*" 



14 3 205 17.8 



All cases ' ' ' ' -03 



" „ - .o1 ifo -0 

P$>ihiatri$t/ 2 1 / - 

Psychologist 

%u.thuse ,) 3J 3 3 2.2 1 5 

(3) 3) (8) a) 

Users * X'-0.4 

L »20 123 16^ 126 2.0 

- 17 0 17.9 13.9 1,4 

AH cases '- 20 



SD o7 V; ?^ 05 0^7 003 

3 9 0^6 03 



Of^ 01 04 

03 11 35 

F - 08 



f - 19» 



/I .2. 1^ '4 1 103 



5 7 

<38) (26) 



<2) <16) (7) (13) 



Users 

?5 ®® ^2 4 7.2 7 7 qr 

''^ "0 13.8 13.9 12 2 20 4 

AH cases ' - 0-5 

SD Si ?? 1' 10 0^ 0^ 



04 4.4 5 1 

F - 08 



56 4^ 50 

t - 0^ 



Social worker 

^ I® 26 8 42 7 38 0 29 8 0 9 

. ^ (35) (35) (,Io)' (4) 

Users ^ " 143 4- 



SD ?2 il^ 60 .78 5.7 



J* 19^ 5 5 



1 2 33 0 6 1 

All cases " * ® ' - 0.3 

Ve 18? it I' 23 004 
^ ,^ 45 66 112 006 
— '•"la /-43' 



•P<OOOI 
* F < 0 05 

Mnc^iude, «1„K.I p.,h„.„„ „H....| .,,,1,1. f.„,.,K. ,„,, , ,„f,„, „ ^,„„ 
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pie. (PtychUtristi and p»ycholoflft$ did 
not tppetr u jeptntc dtegoriet on our Utt 
of piKtitioncrt. When mothcn reported 
use of a pbyilcUn or coiuwelor, we uked 
forthe specific type. This me&od mi^t 
lesult in an underestimation of use of these 
seivicet.) 

Tlxe uie of mental health and social se^ 
vices varied by diagnostic category. Ap- 
proximately 40% of children widi CP. MY. 
and MH, compared with 10% of ciiildren 
widi CF. used dieje services. Further, the 
volume of mental healdi and social ser- 
vices used by chUdren with CF (when cal- 
culated over all cases) was not significandy 
different from controls: fbrbodi. it w« less 
than one visit. For ".ach of the remaining 
conditions, average use was significantly 
hi^er th^ for either the controls or the 
CF group. U should be noied, however, 
that when users of services are compared, 
differences ber^cen the disabled or chron- 
ically ill children and controls and across 
diagnostic categories are iK>t statistically 
significant. This is the case for total use of 
mental he Jdi or social services a- ^ ell as 
for each category of practitioner. 



Other Hc»lth-ReUcd Servicei 

Between 42% and 5S% of school chil- 
dren in the four diagnostic groups and con- 
trols had some contact with a school nurse 
m the year preceeding die interview (Ta- 
bl- b;. The proportion of children who saw 
die school nurse did not vary significantly 
between controls and disabled or chroni- 
cally dl children as a group or by type of 
condition. Amount of use. however, was 
significantly higher for diose widi chronic 
conditions: when users are compared, con- 
trols averaged 2.1 visits, while dironically 
ill or disabled children averaged 09.4 (P < 
0.001). When calculated as means for all 
cases, die figures are 0.6 and 13.1, respec- 
tively < 0.001). Differences across the 
means of the four diagnostic groups were 
not significant 



Dint led or chronic«Uy ill diildren were 
0^ ^ than five times at likely M cootiols 
t have a contact with other nunes, includ- 
ing ofiioe vmt, nurse pnctittooer, and 
public heahii nune (28% and 9%, retpoo 
tively) (f < 0.001). DiSerencet by diag* 
oasis were also narked: 12% ol CF pa* 
tients comp«ed wi'i 55% of MY patients 
reported contact with a nune in this cate- 
gory. The average number of nurse ser^ 
Vict J for disabled or chronically ill chi!- 
dren who used the services was only 
slii^dy and not significandy hi^r than 
for controls who were users {3.5 and 2.7. 
respectively). 

A very small proportion of children witn 
chronic conditions (4%) useu d^^cian or 
nutritionist services; diis proportion is, 
however, significantly higher d»n the 1% 
of the controls wUo used diese services (T 
< 0.001). 
Total Services 

Nearly every child in bodi die disabled 
or chronically lU and control samples used 
hetldi care services during the year prior to 
the interview (99% and 97%. respectively) 
(Table 7). The sli^t difference m diese 
proportions U.however, statisticsUy signif- 
icant (P < 0.01). 

With respect to volume of services used 
during die previous year, chronically ill or 
disabled children surpassed die controls 
approximately 10-fold: mean number of 
services used by children widi chronic 
diseases was 78.8, compared widi 7.8 for 
controls (P < 0.001). There were also strik- 
ing differences by diagnosis. Children 
widi CP and MY were die highest users, 
with nearly identical means of approxi- 
mately 100. These ilgures are significantly 
hi^r dian die means of children w'»h CF 
and MH (34.7 and 68.5. respectively) < 
0.01/. The difference between die latter 
two groups is also statistically significant (P 
< 0.01. Scheffc comparisons) (Table 7), 
TKd marked differences between chU- 

dren with and widiout chronic conditiou. 

that emerged from the comparisons in Ta- 
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7 a»L£ 6. Other HetJlh-Related Serv,c«t: Perc«Dt (n) Who Uted Service* io 
lASt YcAT, Meant, mnd Standard Deviations 



School Dunr' 
% «ith u»c 



Users 
SD 

All cascf 
SD 

Other nurses' 
* witb utfe 



Users 
X 
SD 

All cues 

X 
SD 

Diebcun 'nutnbonist 
* *nth use 



Usen 

SD 
All cties 

SD 



CE(77) CP (118) M\m) MH(82) 



415 

(27) 



34.6 
680 



134 
450 



11.7 
(9) 



6.2 
88 



06 

2J3 



26 
(2) 



20 
14 



01 
04 



400 

(51) 



356 
983 



15 5 
482 



. <6 



40 3 

(35) 



1.6 



391 
760 



f - 08 



17.1 
535 



160 

(20) 



X' - 47.3 



540 

(45) 



18 
\3 



37 



f - 2.5 



03 
09 



F - TV 



20 
32 



68 
(8> 



24 



• 144' 



26 
16 



F - 02 



2 5 
2 1 



02 
06 



08 



Jl 
04 



SS.8 



12.2 
39 4 



6.5 
20 2 



21 5 
(29) 



3 6 
37 



1 1 
26 



15 2 
(14) 



52 
10 3 



06 
39 



V^atieiits Cootroli 
C369) «\'6) 



♦37 43.9 
(163) (176) 

294 t.1 
63^ 23 
I - 5.2» 

13 1 0.8 
44.7 1.$ 
t - 5.3» 

27.0 5.3 
(103) (24) 
jf» - 80 3» 

3 5 2.7 

4 1 26 

r - 0« 



10 
2.6 



f - 6.3* 



01 
08 



30 

(32) 



- 180» 



13 
(6j 



38 
7.2 



t - 06 



57 
32 



»uitclard d^\lallUI> 
♦ Fw children in St b(K,! onK ip^t.tnts n • 325 tontrcU n • 401j 

0^o7 ""'^^ pr-ttitK'.tr .ndpublu htkJth nurse 



0.2 0 1 

2.0 0 7 

t - 1.6 

I handiiap 



bles 1-7 rfmajned unaltered uhen :,oci(»- 
demographic fatiors were ct)ntroiled a*, 
additional analysis shov^ed When famiN 
size, i.uome mother seducabon. race, and 
age of the child were used as covanates. 
adjusted means of disabled children and 
controls vaned from the unadjusted means 
depicted in Tables 1-7 b> no more than 



one Anal>sesof covananc-eofeach t>pe of 
ser\ic-e use b> the four cLagnostic groups, 
using the same set of sociodemographic 
variables as covanates. resulted m adjusted 
means that cLd not differ substantially from 
the unadjusted .reans. In no case did the 
adjustment alter the rank order of the four 
groups. 
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Ta»L« 7. TottJ Servioti: F#ro«at (o) Who Vstd Any S«ivice in 
LAft Y«ttr. Means. Mud StaiKUrd DcvUtiont 





Cf (TD 


cr(iii) 


l4Y(tt) 


MH (96) 


(360) 


496) 




1000 
(T7) 


(117) 


1000 

6.1 


969 

(01) 


905 

(367) 


9T.1 
(443) 
6.1« 


SD 


35.1 
630 


1001 
146.6 

F - 


1011 
136.7 

4J* 


■•ll 
ItlC 


793 
1&&1 

f • 


6.1 

13^ 

11.0* 


All cmMt 

X 

SD 


34.7 


665 
145 9 

F • 


1014 
134J 

4J' 


6&5 

1107 


76.6 
115.6 

t • 


7J8 
130 

11.1* 



SD. fUiMiftrd dcvuboo 
•f < 0.01. 
•f< 0.001. 



The Distributkm of Hrtlth Ore 
Among Disabled Chfldreo 

While chronidlly ill or disabled chil- 
dren ts 6 group »re heavy utilizers of medi- 
cal and oAer health-related services, their 
level of use is far from constant That this is 
true can be seen from the preceding tables. 
With respect to days of hospitalization and 
ever>* tyP^ health practitioner studied, 
there was a proportion of chronically ill 
children with no use of ser\-ice» all. 
Further, the standard deviHtions were 
genrralU high, often exceeding their re- 
spective means. 

The distribution of inpatient hospital 
da> s and ambuUtor> services and the ex- 
tent to which the> were c-oncentrated 
VI ithin a frat tion of disabled or chronically 
ill children was examined b> oidering the 
sample according to frequency of each type 
of use and dividing it into quartiles. Table 8 
presents means, standard deviations, and 
ranges for each quaitile. It also presents the 
utilization by the highest quartile, meas- 
ured as a proportion of the total services 
used b> the entire sample DistrfSutions 
for controls are included for comparison. 



E>aU are presented for those services used 
by 25% or more of bodi samples. 

Nearl) all hospital days used b> Ae 
duonically ill or disabled children (96%) 
were used by oi>e quarter of 4iat i^mple; 
among controls, one quarter of the sample 
accounted for all hospital days. Concentra- 
tion of ambulatory services in • small pro- 
portion of children if evident for both chil- 
dren with chronic conditions and controls. 
More than of physician visiU made by 
all of the chronically ill or disabled diil- 
drcn and more than 60^ of diose made by 
controls were accounted for b> one quar- 
ter of the respective samples. Three quar- 
ters of dentist visits of each of the samples 
were likewise concentrated in one quarter 
of the cases. For ichool nurse visits, one 
quarter of each sample accounted for 98^ 
and 88% of the totkl use made by patient 
and controls samples, respect! vel>. Over 
all. 75% of outpatient health care used b> 
children with chronic conditions and 65% 
used by controls were attributable to one 
quarter of the respective samples. The 
greater concentration of total services 
among children with chronic conditions 
compared with controls reflects that this 
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TABLt: 8. Sfrvitx*.N hret-lved in Last Your hy Chmnit-ally III and 
Disabled Childrt n «n<l Contn>l.\. Quurtilo Di>trilmti«n\ 
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3-4 
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7.8 
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• Yttt \ch(*oI childrrn only. 
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totil includes rehabiliution »nd mental 
health services, which were used more 
often hy them than by controls and were 
characterized by markedly unequal use. 

The I>Hff«iiiu»ti of Use of 
Heahh Ctrr Scrrkcs 

We examined next the determinants of 
use of health services b> children with 
chronic conditions. To what extent does 
use reflect need and to what extent ioes it 
reflect differential access to services due to 
socioeconomic factors? 

To explore this question, we performed a 
series of multiple regressions in which use 
was regressed on di?gnostic calegor>' and 
seventy of disability (ADD assumed to be 
Indicators of need) and on mother's educa- 
tion, fajnily income, and race (assumed to 
be indicators of socioeconomic ststus). Age 
and sex of the child, mother s marital aiid 
employ.nent sUtus. and number of chil- 
dren in the household were also included 
to control for their effects (See Table 9 for 
the coding of each predictor and control 
variable.) 

If use of services is related to need inde- 
pendent of socioeconomic sUtus (SES). we 
wouldexpect the coefficients for diagnosis 
and for ADL to be 5 ignihc ant. To the extent 
that socioeconom'C factors are influential, 
we would expe'* notlier's education^ fam- 
tU income. jy»o race to have significant 
coefficient* Results of this analysis are 
presented I'l Table 9. 

For those services used b> fewer than 
three fourths of the toul sample with 
chronic conditions. anal>sis \*as in two 
steps In the first regression probabilit ^f 
being a user 1 1 = user. 0 • nonuser) and in 
the second regression volume of use by 
users were the dependent variables. Be- 
cause nearly all children saw a physician 
dunng the year of the study, only one re- 
gression was performed, with number of 
visits as the dependent vanabie. for physi- 
cian and total services. 

Regarding hospitalization, the positive? 
and significant coefficient of ADL indi- 



cates that those chfldren whose conditions 
went more severe, regardless of diagnosis, 
were more likely to be hospitalized and to 
have longer stays (b - 0.02 F < O.OOl and 
m F < O.Ol, respectively) {F < 0.001). 
Thus, need appears to influence likeli- 
hood nud lengO) of hospitailzatioQ. Bace 
exerted an influence on initial access to 
inpatient care: Black children with chrome 
conditions, controlling for all other vari- 
ables, were 13% less likely thun white 
children to be hospitalized. Once ad- 
mitted, however, the lengA of stay of black 
children was not significantly different 
£rom that of w^ite difldren. 

Overall, severity did not influence the 
volume of physician visits. Race, ho^^ever, 
exerted an effect: Black children nude 
about thiee fewer physician visits than 
white children over the cou-^se of a year. 

Children with more severe disability 
uere mort likely to use physical fhcnpy 
than those whose conditions w-ere lefs se- 
vere (P < 0.001). No influence of socio- 
economic hcton on likel'hood of physical 
therapy use was evident, in contrast, vol- 
ume of us^ amor J. those who saw a physi- 
cal therapist at Least once did not differ 
significantly by diagnosis or severity, but 
was positively related to family income; 
with a family income rise of $1,000. a dis- 
abled child made nearly one additional 
visit to a physical therapist (P < 0.05). 

Neither severity nor socioeconomic fac- 
tors influenced proportion or volume of 
mental health service use. The same was 
true for use of dentists. In both cases, diag- 
nosis exerted the only significant influence 
on likelihood of use; among users of these 
services, there were no significant differ- 
ences in volume of use by diagnoses, sev- 
erify, or SES. 

Total use of services uas influenced by 
boti; severity and SES Overall, children 
with more severe conditions, regardless of 
diagnosis, used more services than those 
whose conditions were less severe. Black 
children used approximatel> 50 fewer ser- 
vices than nonblack children, even when 
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Table 9. Regiv$sit>n of Use of Scrvitt.*s by Chnmkally III uml 
Disul)lc'd Children on Diagnosis, Severity, and Soti(H"C'on<)inlf Status (Unstandardircd OH'fRcicntj*) 







Probability of Use' 










of Use 








Hospit4l 




Physicid 


McnUl 






Phyxita! 


Mentu! 




Total 




Dentist 


Thertpy 


Hcftlth 


Kmpit«l 


Di'nt{it 


Thfraiiy 


Kedth 


Physiciiin 


Strfvlct^s 


CP' 


-0.09 


0.18* 


0.44' 


0.21' 


0.31 


0.70 


-15.58 


16.16 


-4.44* 


55 25' 


\1>( 


—0 04 




0.36' 


0.31' 


-854 


0.38 


- 967 


6.20 


-1.09 


44.34* 


Mli' 


004 


0.14 


0.18» 


0.32' 


-8.14 


044 


-2507 


10.19 


-1.63 


35.50 


A')L' 


0 02' 


-COO 


0 02' 


0.00 


1.22' 


-008 


0&5 


-0 20 


0.!2 


5.38' 


1 dilution* 


-001 


-0,01 


-0.01 


'000 


-1.43 


0.11 


1.04 


0.67 


0.28 


- 1.99 


Ininitit'* 


000 


-0.00 


0.00 


-000 


-on 


-0.02 


a98» 


003 


0.01 


- 1.29 


Ha< r' 


-0 13* 


-0 06 


0.02 


0.06 


6 26 


-1.27 


-2309 


-908 


-3 06* 


-51.19' 




007 


0.09 


028 


0.10 


0.16 


008 


0.10 


0.06 


007 


0.15 


II 


369 


369 


369 


369 


124 


225 


168 


134 


369 


369 



to 

CO 



Ntttf S< kiTihdd. of child (ycwi).nuuital fUh:;'(r.««iTled/nu< married), muthvr's empluyment (einployt-d/uneinployed). and numbe; uf children in 
till hoiiM'hitid uerc contn>iled for in the analysis. 
" I)iiii)iii\ \.m.i!>le I. service was used; 0. service not used. 
'P- 005 
' F <- (»0(»l 

* l)i.it!n.rviK lAi'gory coded as set of three dummy variables with cy.^tie fibrosis as a refcrcnct: group. 

^ VliMttt V (»f daily livinx (ADD. Severity of disability. ^ six>item Ukert seali- that measures thn extfnt to which the child gets help eating, dressing. 
\\.i>l)ii>}:. ti>il(>ting. goin^ up or dow lin, and going outside; sct>n-s range from 0 (no disability) to 18 (high disaltility;. 

* \lolhi r\ (dm-ation in years. 

* KamiK imomc in thousands of dollars. 
' Ditntinx \4rijl>le. i. black; 0, white 
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diignotU, teverity*. tnd rwnilninf to- 
Hepervdent md control vwinblfs tie tJten 
into tccount (b - -51.19, F < 0.01). 

SunuMry mkd DUcuuioo 

The use ofbealdi services W chionicilh' 
ill or disabled children in this study his 
four outstanding features: 

1. Cse of hospital and outpatient caieh>- 
these children wms markedly greater dian 
hy children free of chronic conditionf . 
Wid) respect to both hospital days and use 
of outpatient services, die average chroni* 
callv ill child exceeded 10>fold die average 
• nonnal" chUd. The mi^jor categories of 
practitioners diey used disproportionately 
are physicians (particularly specialists), 
rehabiliution workers (especially occupa- 
tional dierapists and physicil dierapists). 
and school nurses In contrast, the amount 
of dental care received by children widi 
chronic conditions was. on the average, 
similar to diat of other children. The use of 
nutritionists or dieticians was almost 
equallv rare in the two groups. Although 
the amount of mental health and social 
services used by children with chronic 
r>onditions exceeded that used bv "nor- 
mal" children, its contribution to die ov ^- 
all difference between die two groups was 
relatively minor/ 

• Support (or thr fenermlizabilin a( findinp from 
tbt clt\ eUnd Smd* is provided a compwison o* 
i>*]ii2*&on dAtt from our rwdoml^ »cl«ted control 
sample ^ith data from thf 1976 S»tion*l Health 
Inteiw^ Sun-T^ (SHIS' ' Becauie the a«r nn$t of 
children ii tkX idenbcaJ '5-1& vean in oui itud* 
compared ^ith (»- 16 vears in the VHlS- some difler- 
encescanbeejprcted Thr VHIS reports that 5 1* of 
chUdrer. werr hotpitaliied in 19?S white ourtontn/l 
lampk estimate i* 6.Hfe Mean number of hoipital 
d*%^ Imported for children with one botpital ftav or 
morr u 6 5 nationwide and 6 2 for the Oeveland fwv 
<kiu) tample The SHIS report t^al 894 of the chil- 
dren Mw a phv»ict*n m 1«7S and that the averafe 
numberofvutt»wm»4 1 The erpenrnc* of the Cleve- 
land imndom sample was nmUar. with 88 4 teportinf a 
phv-sician viiitin ISTTft and an avei»«eoumberof visits 
of 33 Finallv the pert'cnt sefing » deobit »d 1978 » 
61 4 in the oabonal sample and 69J to the Cleveland 
aampU 



L Amount and t>pe of outpatient cnie 
¥Hiid «itensively across the four condi* 
tiooB. Hospital care, in contrast, tiafd. . 
by 'afSUUr proportions and in ilnilai 

t mm acfoas diagnoitic grottpi. Xht 

«i4nr Aipailly in otttpadent caie waa be- 
twmchildrrn with CF and chiMien wtih 
the thm ivmaininK cooditioiis (CF, MY 
and MK). TottJ outpatient sciviots mad by 
chittw with CF w*as. on the «vemie, frr 
lowar *an hy children widi other oondi* 
tiona; il was comprised almost eadttsiveb' 
of CMS ftDrn ph>*sictans. chiefly specialists. 
%vho ware seen by CF patients moce fire* 
Quend>' dian b> odier chronically ill air dis- 
abled children. The only nonphysician 
healdi care professional used extensively 
b>' diildren uidi CF (and in equal amount 
to diat of children >^idi odier conditions) 
u*as the Khool nurse. It should be noted 
that most schools require that a school 
nurse dispense medications. This practice 
may account for die high &equenc>' of vis- 
its to die Khool nurse. 

3. Chronically ill or disabled children 
were fu from uniform in their use of healdi 
care. The major share of healdi care used 
by die toul sample in the year of die study 
is attribulable to a small subset of diildren. 
All hospital care was accounted Corby one 
third of die sample and duee quarten of all 
outpatient care by one quarter of the 
sample. 

4. Severitx' of functional impairment 
and socioeconomic &ctors. in particular* 
race, exerted independent effects on the 
likelihood and frequcncv of use of outpa- 
tient services Scvent:. of impainncnt was 
positivelv related as « ell to bodi the prob- 
abibtv of hospitalization and die lengdi of 
stay. While black children ^ere less likely 
to be hospitalized dian dieir white coun- 
terparts, once in the hospital, the lengdis of 
stay of the tu o groups were comparable. 

Although accurate calculations of ex- 
penditures associated uith senrices used is 
beyund the scope of diis study, we have 
made some order-of-magnitude estimates 
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for hospital, physician, and dentist on the 
basis of national reports of medical expen* 
ditiires.# Because national data on other 
services discussed in this paper are un* 
available, physician visit expenditure was 
used as an estimate and the lower hourly 
wage of nonph>'sicians is assumed to be 
offset by the opposite trend in the average 
length of visits. 

By mulfiplving the estimated average 
expenditures per unit of various services 
by utilization means generated in this 
study and suunning these products, we 
estimate that the total yearly expendi- 
ture for health used by an "average" chron- 
ically ill or disabled child was roughly 
10 times greater than that of the average 
child in the general Cleveland popula- 
tion (83,200 vs. $300 per child per year 
in 1978 dollars). The magnitude of this 
difference varied across diagnoses, from 
six fold for the average CF patient to 12- 
fold for the average child with cerebral 
palsy.^ 

Hospitalization accounted tor 50% or 
more of the total expenditure for the dis- 
abled and chronically ill sample, but for 
only 39% of the total expenditure for the 



# The estimated rxpt-nditure per hospital day in 
1978 for thildrt-n approximately 0-17 years fif age is 
$294, assuming an average pcr-child expenditure of 
$101.75" and *n average per-child hospital sUy of 
0346 days." The estimated expenditure per physi- 
cian visit for ihildren is $18.31, assuming an annua) 
expenditure perchild of $75iOG"and an avenge of 4.1 
visits per child.* The estimated expenditure per 
denhrt visit in 1978 for children is |25 00, assuming 
an average prr<4)ild expenditure of $40.01 " and an 
average number of visits of 1.6." 

t The figures for 1978 per tapiUi-xpenditiirr are for 
thildrrn 0-18 \ ear* «)f age. whereas those for utilixa- 
hon rates are fort hildren 0-16 years of age. We there- 
fore estimate that the per-unit figures are for thildren 
0-17 years of^ige The estimated eXttrss expenditure 
jH'r thild with these thronic t>«ndlbons ($2,900) is 
hight r than another retent $1,000 t-stimate for chil- 
tiri n w ith limiUhon of^ttivity due tothnmit t-ondi. 
tioin • Thii diKrepam \ m^> result from the fati th^t 
thi- ludonal dAU upon whith the lout-r figures ^re 
iMM'd are he^\ ilv w < mhu-i\ hy t hildn n u i(h l. xs n-n- 
(ondttiitn^. smh as avlhtii^ The hoxpit.A|.|>a\ed 
natiirf of thr sdmpU v uvtcl m tU*- prevent joalx xk 
<<MiM .,Um I .»i.trjhin, to 'hi ,|,ff, rt„u tn t xtn.utrx 



control sample. In contrast, estimated ex- 
penditures associated with psychologic, 
counseling, and social work services ac-* 
counted for about 5% of the total expendi- 
tures for the average chronically ill or dis- 
abled ciMld. 

The observed distribution pattern of ex- 
penditures across the various categories of 
health services might be attributable in 
part to reimbursement rules of private as 
well as public insurance programs. Coun- 
seling and psychologic services are much 
less likely than hospitalization to be cov- 
ered by these programs. Although rehabili- 
tation services are often excluded from 
insurance coverage as well, they are pro- 
vided to children with disabilities primar- 
ily at school, as our data indicate. (During 
the yearofthe study, 88% of the children in 
the chronically ill or disabled sample who 
used speech therapy, 56% of those using 
physical therapy and 70% of those using 
occupational therapy, received these ser- 
vices in school. About 90% of the parents 
whose children received these services 
said they paid nothing out of pocket for 
these services.) The cost-effectiveness of 
this distribution of resources and their ap- 
propriateness for children in various diag- 
nostic categories are important policy is- 
sues on which few data are available. More 
research is needed on the contribution of 
specific surgical, rehabilitative, or other 
services to the fiinctioning ofchronically ill 
or disabled children. 

Although previous reports have demon- 
strated that marked variations in the use of 
health services characterize the general 
child population,"-" little has been known 
previously about such heterogeneity 
within the population of chronically ill or 
disabled children. In the general popula- 
tion of children, those classified as heavy 
users in one year were found to be hkely to 
remain m this class in subse(juent yeari.'* 
Whether or not such continuity also is 
reached among children with thnmic ill- 
ness or disal)ilit>' cannot he aceriained in 
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this study, because data are available only 
for a single year. 

The data do provide some dues, in ttut 
diagnostic cfttegoiy emerged as an impor- 
tant factor. To &e extent that there are dif- 
ferences across conditions in the degree to 
which some services (e.g.. physical 
therapists) are clinically indicated, we 
might find consUtency of use over time 
associated with diagnosis. 

Other fectors suggest however. Aat in 
this population heavy use in one year 
might not be followed by heavy use in sub- 
sequent yekrt. Surgical procedures to rem- 
edy congenital malformation require ex- 
tensive use of hospital and follow-up care 
during a limited period. Therefore, heavy- 
use of services associated with such proce- 
dures wiAin one year would not be repre- 
senUtive of achild's use of health care over 
a longer period. Further, the natural his- 
tory of some conditions may dictate a par- 
ticular course of Interventions requiring 
varying amounts of services over time. 

The actual relationship between need 
(as indexed by severity) and use of hospital 
and outpatient services might be even gre- 
ater than our estimates show. Because sev- 
erity was measured at the conclusion of the 
year for which daU on utilization were col- 
lected, the relationship observed may have 
been attenuated by the presumed ben- 
eficial effect of utilization on health status. 
This may also explain the lack of a signifi- 
cant relationship between functional im- 
pairment and some specific types of ser- 
vices, such as physician use. Longitudinal 
studies to clarify the relationship between 
severity and utilization are clearly needed. 
Our data on income support the prevail- 
ing notion that there is a wide variation in 
the amount and pattern of financial --p* 
port available for children in difTerent 
economic circumstances, and that this di- 
versity influences use of services. In our 
sample of children with chronic condi- 
tions, all but 4.6% reported having private 
insurance. Medicaid, and/or Crippled 



Childrens Services coverage. We do not 
have daU on the comprehensiveness' of 
Aat coverage, which may hr.r; influenced 
use. In general, income did not emerge as a 
barrier to access. With regard to physical 
dierapy use, however. Aose with higher 
income had oiore visits. Additional 
analysis showed that both the direction 
and strength of the reUrtionship between 
income and use of physical therapy ser- 
vices vwied by diagnosis. The lack of in- 
fluence of mother s education on utiliza- 
tion is noteworthy in that this variable is con- 
sidered an important indicator or use of ser- 
vices by the general pediatric population. 

Interpretation of the observed differ- 
ences across dUgnoses is limited by the 
close tie between diagnosis and source of 
care in this study. With minor exceptions, 
children wiA differt;nt conditions were 
enrolled In specialty clinics organized and 
staffed differently. The strikingdifferences 
in use of outpatient services between <M- 
dren with CF and children with other 
conditwns, for example, may well h-ve re- 
sulted fiom a combUiation of condition- 
specific needs, variation in clinic staffing 
and orienUtion toward comprehensive- 
ness of care, and nmnerous historical fac- 
tors. Some of the differences in frequency 
of use may be due to variation in the 
number of physician-initUted followr^ip 
visits. Clearly, more research is needed. 
Longitudinal studies of use of services over 
several years, in mul.iple settings and for a 
x-ariety of diseases, are needed 
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Growing Up With a Physical Difference 

Ruth Stein 



AlthoM^chiklhoodistuppoicd to be a time of 
welMmng. man^ of our ration's children have 
fignificam, continuing physical health problenu 
that nuke them distinctly difTerent from their 
healthy peer*. As a rc«ult, these children face 
special challenges as they grow up. Thb ankle 
explores the implications of growing up with a 
physical difTerence by focusing on four issues: 
Why are physical difTerenccs imporunt? To 
what extent can we appropriately generalize 
across diagnoses? What are the developmenUl 
and familial consequences of chnxiic health 
impairments? What can be done to improve the 
situation' The author discusses developmenu 
coninbuiing to a heightened concern for these 
children and reviews objective dau underlying 
a nonategorial approach to childhood chrome 
illness. Attention is paid to the consequences of 
a chronic illness for the child, the family, and 
the school — and how health care providers can 
minimize the negative consequences. As a 
whole, the evidence indicates that chrcnically 
ill children and their families can be efTectively 
helped within the context of care normally 
provided. 



My topic is growing up with a difTerence— 
tpecificall/ with a physical difTerence. Child- 
hood is supposed to be a time of well-being or 
at worst a period of limited transient illness. 
Nevertheless, there are literally thousands of 
our nation's children who have significant on- 
going physical health problems that make them 
disttnaly different from their kralthy peers. In 
faa, our best current estimates arc that some- 
where over 10% of our nation*i children have 
some form of chronic problem afTeaing their 
physical health; some estimates place the num- 
ber closer to 20% (Haggcrty, Roghmann & 
Pless, 1975; Pless & Pinkerton. 1975; Storfield 
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Art. Title V). ^ 

ItiMted addreu presented at Annual Meeting for the Care 
of Children's Health. Chicago. Illinois. May 26. 198) 
Ruth Stem, MD. n at the Department of Pedtatnes. Albert 
Emsteiu Sfhoot of Mediant, and the Drvwon of Ambulatory 
CMre. Bronx Mumnpal Hospital C^nttr, Bronx, Seit> York 



& Pfcss. 1980; Travis, 1976) and there may be 
twice as many anKmg the poor (^uonu & 
Surfield, 1982; Glicdman k Roth, 1980). Of 
these only a small fraaion, pefhapt 2 or 3% of 
children, aatially hav? !*niiutions in their nor- 
mal range of darJy activitiet. Many more have 
periodic exacer^Mtions and remiuioni, and vir- 
tMlly all recjuire some special he^^lth services. 
All these children with ongoing health condi- 
tions face important issues in growing up. It ts 
these issues, and our role in helping with them, 
that I will address. By increasing our awareness 
of the central concerns, I believe that we may 
improve our ability to undenund and assist 
both healthy and physically impaired children 
and their families. 

What do I mean by a physical difTerencri> For 
this article. I will ignore the large number of 
personal characierisUa that define the unique- 
ness of each individual and that make an indi- 
vidual stand our; instead I will concentrate on 
physical deviance associated with a health prob- 
lem or ongoing conditions that separates a child 
from his or her healthy age-mates. One useful 
definition is uken from Pless and Pinkerton 
(1975), who define a chronic health condition 
as one that lasts 3 months or more or requires 
a period of hospitalization of at least one month 
duration. This definition includes both visible 
and nonvisible physical difTerenc-s— a point 
worth noting now and one that I will later 
discuss at length. 

What are the chancteristics of i4jch physical 
conditions? These health problems have many 
common features; alt are orlong duration, many 
will last for the child's whole life, and some will 
result in shortened life eypecuncy. Often they 
arc associated with the need for specialized serv- 
ices and in some insunces for painful treatments 
and hospitolizations. They are characterized by 
the fart that they require our care, but most 
often we cannot cure them. Such conditions 
inherently threaten a child's potential for nor- 
mal physical arnl emotional growth and devel- 
opment. In addition, they may have severe po- 
tential for disrupting family life. Further, in 
conti-ast to nrwny types of acute illness that can 
be managed with only minimal knowledge about 
the individual patient or his family, the care of 
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children with ongoing physical illne$s requires 
extensive knowledge about the patient's family 
life. Gliedmati and Roth (1980) note that 'unless 
the child is to be permanently lequestcred in a 
hospiul %«rd, management of a chronic disor- 
der never ukes pbice in a vacuwjm; it must be 
carried out within the context of ongoing family 
life» where nwnagement of the child's biological 
condition is only one of many pressing de- 
mands....* (p. 5c40). This reouires us to ke<p a 
focus on the whole chiW and his family and may 
run counter to some current trends toward in- 
creasing subspecialization of services. 

There are several major issues which need to 
be addressed: 

1. Why are physical differcncn in the grow, 
mg child especially imporum now? 

2. Is there any biisw for ulking about chil- 
dren with physical problems is a group or 
»hould each coodiuoo be considered sq». 
raicly? To whal cxtcnl can we generalwc about 
these difTerences? 

5. Should w be coocemed about children 
growing up with physical difTerences? What do 
we know about the comeouences of dironic 
liealth impairmenu for children and their fam- 

4. What can we, as individuals concerned 
with the care of children's health, do to im- 
prove the situation? 

Let us consider each of these areas in turn. 

First, why should we be concerned now with 
physical problems of chiWren? Although there 
IS little evidence of an overall incre?*e in the 
number of children with ongoing physka I prob- 
lems in the population, these children do con- 
sumes larger snare of our time as health profes- 
sionals. This is a result partly of our success in 
immunization programs and antibiotic therapy, 
which have raoically reduced the morbidity and 
morality of the whole pediatric population, and 
partly due to tremendous advances in disease- 
specific therapies that allow chiWren with a wide 
variety of problems to survive longer into ado- 
lescence and adu ihood. Therefore, many more 
health professionals will haveconucts with chil- 
dren who have cfironic physical disorders, and 
although each of us may see only a few in any 
one disease category, our total number oJ Inter- 
actions with children with ongoing health prob- 
lems IS sizable and likely to continue to grow. 
Moreover, children with physical differences arc 
no longer hidden in institutions or at home; 
increasingly they arc bein^ mainstreamed in our 
society, so that the daily issues of managing in 
the comm unity are of heightened concern. 

Another reason to pay attention to the issue 



of physical conditions is that, as biomedical ted^ 
nofogy increases, it may outstrip both our ability 
and willingness to pay for the full range of 
lei vices that we know how to provide. Penops 
even more importantly, this technical progren 
might surpass our ability to deal with the rcUted 
personal, social, and ethical issues entailed in 
giving care to these chiklren. We are all »w»rc 
of escahling health care expcnset, of the bck of 
psychosocial supportt and acrvioet aimed at im- 
proving adjustment and adapution in daily life, 
and of diliicult cthial 'm»tc% in care. A* %« 
concern ourselves vnth quettioos about the qual- 
ity, as well as the quantity, of life we preacrvc, 
we realiie that, in order to make intelligent 
assessmenu, we must uke stock of what we 
know about living wth a physical impairment 
These issues are particularly critical for the 
growth of children faced with life-long hemlth 
problems. 

But exaaly who are these childv.n? Many 
professionals m*ght look for a diagnostic group- 
ing or classification. After all. health profession- 
als typically group children by diagnoses and 
emphasize that each disease is unique, has iu 
own problems, and is much more devasuting 
than any other. What is the evidence that chil- 
dren with ongoing health conditions can be 
considered as a group unto themselves? 

Medical training, practice, and research are 
traditiona'^y organized around body systems 
and disease categories. This method of catego- 
rization b based on the assumption that clinical 
diagnoses provide information important for 
patient care and that chiklren %irith a particular 
diagnostic label exhibit great similarities. A dis- 
ease-specific approach has been the cornerstone 
of research on both biomedical and psychoMcial 

Xu of illness to the point that there b grot 
unce to make getieralizations or to study 
Usues across dbcases. Much of the ori^nal re- 
search describing the effectt of chronK dbor- 
ders grew out of observations made by subspe- 
cialtsu dealing with a larg;e number of patienu 
with a particular diagnosb and led to the de- 
scriptions of •characteristic profiles* of patienu 
with a given condition (e.g.. asthma, hemophilia, 
cystic fibrosb. meningomyelocele). 

Disease-specific research focused on biomed- 
ical cures for individual dbease entities must be 
suiuined. However, b it equally desirable to use 
diagnostic labeU when examining the broader 
bsues of the effecu of illne» on the child and 
family unit, particularly the bsucs in growing 
up? Jessop and I have argued (Stem ic jessop. 
1982a) that it may now be useful to adopt a new 
framework in viewing chronic conditions in 
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childhood, because as children with physical 
health problems survive into adolescence and 
adulthcNod. they face problems of adjustment 
for whidi a great many variables other than 
diagnotts have importance. Our understanding 
of these variables is often hampered by the 
amimcd supremacy or preeminence of the di> 
agnotb as fhe single most important faaor. 

In a wonderful monograph entitled Chnmie 
Cluldhood Disorder, PIcss and Pinkerton (1975) 
review a Urge number of studies of adjustment 
of children with different individual dagnoses. 
From these studies of separate health condi* 
tions. they show that all the groupt of children 
and their families face similar problems. They 
come to the conclusion that many physical dis- 
orders have ideittical consequences in tenns of 
development and adjuum<.nt and that issues in 
rearing a child vrith a physical health problem 
are mrallel. regardless of the nature of the 
child's condition. Based on the evidence, they 
afgue that from the point of view of the child 
and family the specific health problem >s not the 
central issue in growing up; instead, the very 
existence of a health condition causes (unilics 
to share a number of problems in raising the 
child, whether the condition u diabetes, asthma, 
or kidney disease. They propose a generic or 
noncategorical approach, one that groups chil- 
dren with chronic physical disorders across di- 
agnostic boundaries. 

This perspective u counterintuitive for many 
in the hea'ih field, and especially difficult for 
physicians, who have been trained to focus on 
differences among health conditions rather than 
on their commorialities. From the pediatrician's 
framework it may be extremely hard to find 
much in common among distinct health condi- 
tions and easy to find much that differs among 
them. To those in other disciplines and to the 
by community, it may be no surprise that there 
arc many common themes among individual 
families of a child with an ongoing health prob- 
lem. Many who work with children with difTer- 
ent diagnoses know ihb well from clinical ex- 
perience in clinics, inpatient ur.iu. playrooms, 
and classrooms. 

In work that Jessop and I have done recently 
at Einstein, we have examined children with 
different chronic diagnoses and looked at a large 
number of social and psychological areas to test 
Pless' and Pinkerton's theses and to see if in faa 
there are measurable differences among groups 
of children and their UmVt% that arc deter- 
mined bv the dugTiostIc categories to which the 
child belongs (Stein & Jessop. 1982b). Our hy- 
pothesb was that there would be more differ- 



ences amoiig children within ahy one individual 
diagnostic grouping than there would be between 
diagnostic categories. If thb were true, it would 
provide an objective b«sb for a noncategorical 
or generic approach and would serve to under- 
score the view that children with diverse medical 
problems have great similarities in their Kfe 
experiences. Moreover, it ivould allow us to 
group children with different physical health 
conditions as a single dass. 

Thedau that we used in these analyses were 
colleaed from mothers in home interviews at 
enrollement in the Pediatric Ambulatoty Cm 
Treatment Study (PACTS), a bugc-scaie ran- 
domixed trial of two modes of service delivery 
to chronically ill children at the Albert Einstein 
College of Mcdidne^Bronx Munictpal Hospital 
Center. The sample included 209 childten lew 
than II years old with chronic conditions who 
met eligibility nequircmenu for our PACT 
Study. The defmittdn of chronic iUnev used was 
the same as the one I mentioned caHier. 

The 209 children had over 100 different con- 
ditions. They included sickle cell anemia, 
asthma, diabetes, leukemia, juvenile rheumatoid 
arthritb, and congenital conditions such as men- 
ingomvelocele and biliary atresb. About one- 
half of the children have more than one condi- 
tion — in some cases as many as nine. The fami- 
lies were for the most part poor urban fimiilies* 
largcjy from minority groups. We selected all 
the diagnostic groups in our study which had 10 
or more subiecu. excluding cases that had more 
than one of the conditions. There were four 
diagnoses with sufficient numbers: meningo- 
myelocele/hydrocephalus, seizure disorder, 
hemoglobinopathies, and asthma. For each di^ 
agnostic group we determined the ranges, 
means or averages, and sundard deviations. Us- 
ing sutisttcal tests (analyses of variance), we 
looked to see whether or not the four ffrouos 
differ. * ^ 

We examined a range of measures satisfying 
customary sundards of reliability to see whether 
the variation between diagnostic groups bas large 
or larj;^r on these measures tlun ;ne variation 
witkm the groups. We found that while the 
diagnostic Ubeb arc indispensable in managing 
the physical and biomedical aspecu of a child's 
condition, they jjst do not tell very much about 
many areas of concern in the lives of chronically 
ill children and their families. When we moved 
from the narrowly defined biomedical bsues and 
measures of health care delivery to a broadrr 
view, the diagnosb gave little information about 
the sutus of the child and family. 
Those who are concerned with a broad range 
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of health care issues may find a noncategorical 
approach most helpful because it allows us to 
look at many small clusters of children as a 
group. This perspcaivc enlarges our opportuni- 
ties to undersund dcvelopr.>enul and behav 
ioial issues and to learn about growing up %ntli 
a physical condition in children with a range of 
heal'.h problems. It also encourages us to work 
with community or popubtion^based samples 
and to develop proems urgeted to meci the 
needs of children with a range of difiering cocv 
ditions, niiher than just one disease type. This 
approach aUo pcrmiu the individual praai- 
t)oncr. who sees only a small number of children 
with any given disease, to use experiences 
gained from the care of children with cystic 
fibrosis or kidney disease to care for a child with 
diabetes. 

Having suggested that we are justified in 
thinking about all children with a physical health 
condition as a group, we face another imporunt 
question: Are there any features of the illness 
or condition thai difFerentiate some of these 
children from others and that indicate who is at 
more or less nsk for the negative social a: d 
psychological consequences of illness? In a sei*- 
ondset of an:*ly»cs we examined whethef ceruin 
features or dimensions of conditions might t« 
helpful to linicians in thinking about the con- 
sequences of the child's disorder. We used i.i- 
formation from a Clinicians' Overall Burden 
Index (Stein fejcssop, 1982a) that was rated by 
each child's physician and that defined 17 di.* 
mensions of illness We found (Stein Sc Jessop, 
1 983) that the conseouences are more negative 
where there is poor functioning and where the 
condition is not visible. This finding had not 
previously been emphasized, except perlups in 
a few references that suggest thit niarginal ill* 
nessmay have a disproportionately more serious 
efFeo on psychosocbl adjustment than tl.ose 
thai are clearly debiliuting (Barker, Wright, 
Myerson 8c Conick, 1953; McAnamey, Pless, 
Saiierwhite, & Friednun. 1974). 

How can we explain these results? These two 
seemingly opposing findings and the importance 
of needing to watch for changes can perhaps be 
understowl withm the framework of the con. 
cept of uncertainty, l^ck of visible difference 
between a chronically impaired child and well 
peers may make it more difiicult to recognize 
that the child has a chronic condition. If the 
physical difference is not obvious to the outside 
world, a child may need to be 'sicker* before 
the condition can be fully acknowledged. This 
may produce an uncertainty tliat is psychologi* 
cal'y unsettling and associated (a) with more 



negative psychological cohscqucnccs for the 
mother and (b) with greater perceWed impact 
of the illness of the family. The unprcdicuwiity 
may lead to insecurity (Wright, 1960), toroe* 
thing our analyses surest is so among fomiliet 
of children with chronic physical iUne». 

The role of uncettainty wi affeamg the way 
patienu' experience illnest may not fit with the 
Ideas of physiciam, who arc mdined to think 
that things are going well if the child it func- 
tioning and bear* no visible signs of phyticai 
differwce. •Common sense* professicNua no* 
tions suggest that a child who appears well p«rt 
of the time b better off than someone who it 
alway; sick, something that does not appc^ to 
be true. Undersunding this finding it csiential 
in order to undersund the viw'wpoint of the 
patient and family. Thb observation also under- 
scores the importance of including in our dis- 
cussion of physical difTerencts those children 
whose physical health b impaired* even if it doc» 
not show easily to the outside %irorid. 

To summarue, the evidence sunestt (a) that 
we can and should think about ctuldren with a 
chronic physical diftcrencc 9t & group and (b) 
that there are only a few dimennons of the 
physical conditions that may be associated with 
differential risks for adjustment. 

The next issue that concetiu us b how physi- 
cal differences affect development and why we 
should be especially concerned with the devel- 
opmenul process in thb special cluster of chil- 
dren. The folbwing paragraph focuses on some 
of the domains of a child and family's life lh?l 
may be affected by the child's condition and on 
what we can do to minimize thb effect. 

Daeschner and Cerreto (m press) have written 
that children with an ongoing physical problem 
are '...coiisU.itly part ill and j»rt well — but 
never free of a problem that sets them apart. 
Their families, their soaal interaction, their ed- 
ucations and their daily routtries are different 
from those of their peers.' (p. 29). And Linda 
Hextcr (1980), herself a mother of a child with 
a serious chronic condition, writes that *... birth 
and/or diagnosb of a chronically ill child b one 
of the most severe stresses that a family can 
susuin, tecause it involves not only the sudden 
shock and grief experienced when the diild is 
diagnosed but also years of multiple traumatic 
eveiiu, constant medical treatment, and contin- 
ual worry and anxiety' (p. MS). 

An important area of work pertains to the 
consequences of childhood illness for family life. 
The bulk of the evidence seem^ to suggest that 
ongoing physical illness may dbrupt the entire 
fabric of a family, especially during the crisb 
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plute. DagiKMisora major health problem in a 
chiki b a severe uressor causins strains in a 
variety orarcas—cmotionaK physical financial, 
and social. The inittaJ emotional response may 
be a mixture of fear, anxiety, anger, depression 
and |uUt. Drour. Baskiewtcz« Irvin, Kennell, 
and Klaus (1975) suggcu there b an initial 
shocks then denial, sadness, and anger» and only 
after time the reesublbhment of equilibrium 
and the capacity of the family to reorganize and 
Mt on with the tasks of Ihring. Irdhridual mem- 
bers may travel through thb sequence at differ- 
ent paces, ar>d exacerbations of the condition 
can lead to renewed confronutions. 

Many parenu. if not most, feel «ome sense of 
personal failure or question their o%yn adequacy 
as parents. Virtually every family wonders what 
thcv might have done differetuly to prevetit the 
child's condition and many common themes run 
through their fantasies about possible ciuses. 
When the child reaches critical devek>pn«nul 
stages, such a» when toddlers begin to demon- 
strate independent motor ikills, when children 
enter school, or when adolescence begins, par- 
enu 3rc controntcd by xhe ways in which their 
own child's current funaion, special care needs, 
or future potential may differ from peers. Some 
families handle these worries with little mutual 
support, as each parent reaos to hb or her own 
emotioful need& using coping mechanisms that 
may be divergent from the other parent's. 

Family members may be affected by both the 
illness ar^ by the demands placed on them by 
the health care sy^em with respea to the care 
of the child's physial problem. Expecutions for 
treatmenuaiid home management may become 
very uxing. There may be a change m reality 
in the physical aspecu of dailv living—Ir trips 
to health facilities, in special dieu or m.dical 
procedures, perhaps the child's sleep pattern or 
ability to develop independence in dressing, toi- 
leting or learning. Thu often leads to a realign- 
ment of family members with the mother in 
most families bearing the brunt of day-to-day 
responsibilities. The mother spends the bulk of 
her time with the impaired child; the sib!in;;;$ 
manage relatively more independently or by 
spending more time with the lather or another 
adult. 

For tb- child and family, ordinary events of 
life may nave greater than normal impact. A 
move to a new home away from familiar sources 
of care and community supports may be very 
traumatic; the potential disruption may be so 
severe, in fact, that a family forgoes the move. 
Even commonplace events, such as the birth of 
a sibling or a family vacation, may pose special 



problems. Adapution to these ordinary occur- 
rences cannot be uken for ^nted but may 
require a good deal of phnnmg aixl anticipa- 
tion. 

Then there arc the co«s. Most Cities are 
determined to get the best care they can for the 
child; often they will estperKi great financial, as 
well as emotional, resources in the haic of find- 
ing a cure. The financia] realities, even for those 
•¥ho can fmd care nearby, are eixinnous. Insure 
ance policies jrc capridous; eligibility for public 
support b often incoosbtem; and public nKmies 
for supportive or preventive sendees are mea- 
ger. There are abo the hidden cota; km oppoi^ 
tunities, lost work time, lott chances to advance 
in one's career or to go hick to Khool. Oppor- 
tunity to change jobs may be mbsed because a 
pa rent fears the lost of insurance coverage. Lack 
of energy to be a resourceful bargain hunter or 
hornemaker, and the cosu assocated with the 
desire to find ways of trying to 'make it up" to 
the sick child, may produce secondary economic 
burdens. There may be no time or money for 
v^tions or recreation. 

Another affected area b that of personal 
strain created by fatigue and intrafamilial ten- 
sion Thb b accentuated by, and contributes to, 
social bolation. Parenu may be unable to find a 
babysitter and get away even for a few houn. It 
tt often difficult to maintain friendships, and the 
constant worry and fatigue may detract from 
being "good company.* All these lead to an 
isolation that may be coupled with resentment 
of the need to be dependent on the few remain- 
ing family, neighbors, and friends for favora 
without the ability to reciprocate. 

It is imporunt lo note thai social supports — 
that b, the presence of a helpful social net- 
work—appear to be a major predictor of suc- 
cessful coping with the care of a child with a 
physical disorder. Therefore, it b extremely im- 
por*ant to encourage retention of the family's 
iocial network. Yet. we find a very common, 
almost universal, response to physical illness b 
withdrawal. People often pull away because they 
feel uncomforuble about how to act. what to 
do or say. 

Still another set of concerns b in the area of 
needed services. Although, the presence of a 
physical problem may assure contaa with health 
professioials, a growing number of studies in- 
dicate that this conuct may not guarantee that 
the child receives a full ran^e of basic services, 
even those as basic as immunizations arui screen- 
ings, help with long-range planning, and coor- 
dination of care Services that are rendered have 
been referred to as 'patchwork care" (Daes- 
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ch ncr tc Ccrrcto, in press), and there is genctally 
no reimbursement for primary care, coordina- 
tion, advocacy* or support services. 

School is an imporunt area for the growing 
child, but here too there arc problems. Dewite 
i«cent efforts, such as PL 94-142, many children 
continue to receive inadequate schoolmg or are 
placed in unnecessarily resiriaive environ- 
ments. A school principal told me recently that 
in her school children with handicaps were no 
longer going to be mainstreamed, because *thcy 
had no place to go during gym period.' This 
may indeed be a problem for the tdiool, but 
return to special class placement means iK4ation 
from healthy peers, often inadequate intellec- 
tual challenge, and consequent eduaional dis- 
advanuge. In school, even in regular classes, 
teacherv may have lovrer expecution for th* 
health.impaired child. Abo, special servtcti. 
such as physic?! therapy during school houn 
decrease the actual amount of chssroom time 
and peer conua for children wi^ physical con- 
ditions. Serious physical problems may also re- 
sult in a suspension of activities that at e impor- 
tant to long't m success. This may occur be- 
cause of peri^i of restricted activity, absences 
from s«.hool, hospiialiiation, or even preoccu- 
pation with the possibility that the child might 
not survive. 

In Khool and at home there is often uncer- 
uinty ibout how to treat the child and a tend- 
ency to spoil, babv, or overprotect. This de- 
prives the child of imporunt lessons in living 
and may result in signiOcant social morbidity 
later on. Children who are isolated and not 
offered the normal lange of give and take with 
peers do not master age-appropriate social skills 
or maiure socially at the lame pace as their age- 
mates. Inclusion in househola chores, normal 
sibling squabbles, and neighborhood and atler 
school activities are important growing experi- 
ences whenever they can be made available. 
Thrx opportunities enhance social feedback 
and uhimately a sense of self worth. However 
many parents and pre 'essionab discourage these 
activities because of misguided thoughu that 
they can protect the child from being •hurt* in 
the sometimes cruel worW. 

As I suggested earlier, in the social sphere 
there are major differences for children who 
have visible as opposed to i nibble conditions. 
In the presence of invisible conditiofw, society 
presumes that everything is normal. Thk'* creates 
confusion, ambiguit", nnd anxiety if the child is 
impaired in his or Ker ability to uke part in a 
full range of artivi ics. How often nave you 
heard someone say. 'f>ut I don't undersund, she 



looks fine* or *! didn't know he tiras sick becaute 
he seemed okay?* For the child with a visible 
phy»cal difference, the presumption is one of 
incompetence or tack of ability. This mav be 
equally inappropriate and creates another kind 
of anxiety and uncertainty— the need for the 
chiW to prove that he or she is capable. Take 
notice the next time you hear toroeone tpeaking 
in overly simpliricd terms to « stunted adote*- «^ 
centortoachlldinawheelcJttirorihoutingat ; 
the blind chiW. These actions are bMcd on the ? 
misassumption that the uumcd adokKcm is a 
younger chiW. or the wheel chair bound penon ; 
tfreUTxled, or the blind perKNi is more gtofaally 
inipaircu and cannot hear. < 
RKhardson (I96S) notes that, in general, our * 
society is less at ease with those with a handicap 
and is put off at the first contact Only after 
time does the social interaction break through ; 
the Initial barrier; still, rebtiomhipi often re- ;5 
main at a formal level. One specific task that a ^ 
chiW who is physically different must master is j, 
how to break throudi and make others com- \ 
fortable enough to aftow for social intercfaaitge. 
Nemtive stereotyping attitudes are learned 
early and ref'Jt in barriers to interpersonal re- 
lationships, discrimination, and syttenuiic de- 
valuation of the physically impaired <!reys. 
1 981 ; Gliedman Sc Roth. 1980). 

In a moving chapter of Jounuy written by ' 
parenu of a child with a chronic physical coo- * 
dition, Massie writes that •People were ahrays 
afraid of us. I cou^ sense this, it is as though 
they felt we had been touched with a cune and < 
that too close conuct miaht contaminate them \ 
or give them a glimpse of an urmlcasant reality > 
they wanted to avoid having to (ace.* (Massie Ic 
Massie, 1975, p. I67-Ib8). 

To the extent that there is a heightened > 
awareness of physical differences in the scdal 
world at large, a negative attitude may spill over 
to siblings. While siblings of chronically ill chil- 
dren often get less attention from their parenu 
than other children do, ihey may be quite con- 
spicuous in their social world as the brother or 
sister of the child with X or Y condition. Jwt 
think the next time you are in McDonald's and 
see a physically different child about ^rour own ? 
increased tendency to notice the enUre family 
grouping. Having a physically different brother 
or sister dunges many reUtionships for the wdl 
chiW— his rebtiomhips with his parenu, ibs, 
and the outside worid. For siblings there may 
also be extra family responsibilitia and the re- 
sponsibility of being an intermediary between 
the out^ world and their physically disadvan- 
uged siblings. All the normal problems of sib- 
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ling rivalry and conflicts arc heightened and 
exaggerated. Additionally, brother and «Uen 
are often excluded from information about the 
ratureand ifn|>liution of thecondition» because 
it is ^Jseiy aMunkd that they can or should be 
•protected,' 

Undoubtedly, there are some who *rill sec 
these suteroenu as a groii overnmplirication. 
Focusing on common themes is not intended to 
obKure individual dilTercnGcs. but mtber to 
stress that difTercnccs, where they occur, are 
often due as much totheipccinctaimlyordnld 
as to the spedfic disease. It is all too easy to 
attribute them to a «i^le nuse— the dnid's 
panicuiir physio! condition. A colleague who 
recently ipi>ke to a group of fmnu of young 
children with signiiicant dcvenspmental dehy 
iQustiated this point. She laid that the parenu 
were seeking advice about separation problems, 
temper tantrums, and sleeping disorders. Many 
were loully unaware that any of these problems 
ooouTcd in 'nonnar childrm. They auributcd 
them alJ, in a kind of nuricaJ th^iking. to the 
child's devclopmenul diflcrenoe. To ulustrate 
this further, let me tell you about Malcolm, an 
unusuaUy articulate 22-year-okl with Down's 
Sjmdrome. In preparing thb material I asked 
him if he could help me by telling me what he 
remembers about growing up diiferent. He 
quickly responded that what he rrmembers 
most u being 'bad* and being •scared.* espe- 
cially of ihunde- and lighming at mghtTHc 
remind', us that these special children are mote 
like other children then they are unlike them. 

Thb then is a critical concept in growing up 
with a physical difTerencc; physical disorders 
ocn:r in developing children, in a dynamic and 
ever<han^ng context. Indeed, focusing on 
physical dmercnccs in chiWren forces us to con- 
sider devdopmenul issues. The proNenu faced 
by an ill child and hb famiiv very much depend 
on complex interactions between the dhild's 
physical condition and hb development. For 
each child and family, the situation b unique. 
Some health problems, such as asthma, can oc- 
cur through the course of childhood. wh*le oth- 
ers occur at particular ages and may cause more 
^>ecific dbruption of development. For exanj- 
ple. the birth of a child with a congeniul dbor- 
der causes stress during the importam and crit- 
ical period of bonding, while a serious change 
in health of an adolescent can interfere with the 
development of adult autonomy. Many issues 
that span childlwod have different nunifcsu- 
tions and meaning in each »uge of development. 
Hospiulization with its aiiendant separation 
from the family hai difTcrent meanings 'or the 



infant, the toddler, the schooKaged child, or the 
adolescent. 

One controversial bsue is whether de\-clop. 
mcnt of a chiW v.7!b a serious lifelong physical 
condition can be expected to follow the devd- 
opmem of healthy children. Gliedman and Roth 
(1980) sumt that it may not be fair to use our 
coocepu of norma] child development and apply 
them to children withncdal phyncal probims 
and handicapping oondidoiitbcaiuae their life 
expenencet may differ too greatly from those 
of then- healthy peers. Whether or not we agree* 
n n dear that several types of development are 
superimposcti on one another and occur simul* 
taneousiy. There it the child's individual devel- 
opment, the changing family as it evolves in iu 
o%m life cycle, the changirtg course of the phys- 
ical condition, and the unfolding adaptation to 
it. The issues faced by the child and the family 
depend on and mu« be dealt %rith in ihe context 
of these complex intenictions. 

It b not uncommon to \^ what the child's 
de\ek)pment woMld oe iiiie without the influ- 
ence of the existbw physical condition. The 
Reverend Robert Masste. Jr. (m press), a he- 
mophiliac. recently wrote that it would be im- 
ponible to describe what he t^ld be like with- 
out the presence of his hemophilia. Rhetorically 
he asks who Helen Keller would have been had 
she been a sighted and hearing penon? Since 
we cannot answer such questions, we must look 
to comparative evidence. «diich suggesu that 
children with chronic physical dbo^r are at 
special risk and face probfcnu of adjustment 

Studies suggest that physical illness in child- 
hood a associated %irith significant risk of psy- 
chological sequelae. There is, however, contro- 
versy about the subgroups at risk and the extent 
of risk, large scale epidemiologic studies show 
an mcreased incidence of psvdtological pfx)b- 
lems among children with chronic conditions 
and tu west that the severity of the chikt's illness 
aiKi hb functional limitations are associated with 
greater risk for psychological maladjustment. 

Our own wc*k suggesu that, among children 
with chronic physio! health conditions, those 
who have more aboetKes aiKi poor funaional 
sutus have poorer adjustment, but that these 
relationships may difTer within subgroups of the 
population and are strongest among those with 
the fewest buffers and least strong anx>ng those 
wbc have significant family support (Stein & 
Jessop. in press^). 

Children with chronic conditions not only 
exhibit twice the rates of menul dbturbance of 
hcalihy children on a variety of psychiatric 
measures, but studies in the United Slates and 
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Crcai Bnuin utggcn a higher mcidctKc of bc^ 
havior, kammg, locial, and tchoo) problemi 
(Dougbf. 1975; Pte» k Rofhmam 19? I), 

Accoftttng U) Wein aiKi Sfwoom 
Dft)ttr and Bwh (1982). an tmportam ynMt 
in adjummeni i« the cbiWi lubjective defiiwioii 
of ihe diM&ie't fevCTky and pcrocption of the 
pam)C. Thk wpoom ihc notion that the Um- 
5ly'« definitkw the tewitY mber U«n 
of the phyakian » a powful fwtdwor of out- 
come. ^ ^ 

A few very rtcemupdiestuggejc tower tevek 

of pvychologica* doturinnoe than caHkr cate 
rcpom had twhcaied, but afl continue to lup- 
poft the notion that there arc incrcatedpjfcho- 
.ocu. probleim in the population of duidrni 
who are phyrically difldrm. ITiii ii ■ redl^^ 
lew Ux^ojc many feiniHet have gr«t dtltKulty 
in handling secondary emotional fyiM)toTOand 
in accepting the need for help in thii ipnere; 
they often have little time, energy, and money 
to devote to thcjc arcai. Abo many of our 
menul heahh lyitemf are poorly equipped to 
deal with individuah with tertou* phjr»c»l heahh 
problenis. 

One thing b clear, even very leriou* and 
dcbiliuiing illnesi doe* not preclude wccetsful 
adaptation by the chiW and family and positive 
mcnul heahh outcome*. The challen^ » lo 
Icam how to malie iuccessful adaptation and 
adjustment even more common. 

I have discussed a number of potentially leri- 
ous consequence* of childhood physical differ, 
cncw. From thb discu*»ion. Que*tiont irAWt arise 
for us all: How can we help? U there anythmg 
we can do to minimiie the effects of growing up 
with A physical difference? 

Outcomes of physical condhion* in the grow- 
ing child arc influenced by a number of factor*: 
characteristic* of the chiW, the disease, the fam- 
ily, and the nature of intervention*. PhysicaUy 
impaired peson*. irrespective of their age. muu 
retain their integrity as human being* and be 
given the opportunity to participate in their 
fanilic* and in society as completely as their 
circumsunccs permit. The goaU of manage- 
meni are to help the family and child adjust to 
the condition, to maximixe the health and po- 
leniul of the child— to confine the effect* of the 
iUness. We can buttress self concepu, focus on 
aiseu rather than deficiu. enhance coping strat- 
egies, and hopefully thereby minimize nuny 
handicaps and their secondary sequebe. 

Until recently, our sense that we couW make 
a difference derived from clinical impression 
more than from objective evidence. Many of us 
were convinced by this alone. But at Eimtein we 



have just completed a dtnical. pro*pcc tW c« fan- 
domixed eicpericient In whkh v*e provided com* 
p iehen ii vc care through a hoine care t«t« to 
dnldrtn with chronic phyiical iOncM ttfiog an 
intcfraied biomedical and pay ch oa a dal a^ 
pnwch.* The ujwyiehenave ho«»e cut no* 
gram did hm «gn«Bcam bcfwfitt in 
D)efiunay'a«ti£aioaaiiddiad*a|m^lo^ 
adkMOncnt* at wcl at a wore oipid decreoie in 
matcnMl ptjrdioloiicai ayiNfittaM 
top, in pra^y. Thb ii one ofa lew new piece* 
of^evidenoe tiM we can and iImiiU coodnoe 
M;r«^omioiaiproi«thelocoriMilHirmi9 
of chiidm who grow up %vkh a phyika] diffinw 

encc. Moreover. vrectniloaowitlMntlieaMiem 
of the care that we normiOy provide. There af« 
many way* to help, by being atraibbic and 
portive. by amicimting. and by advocating for 
the need* of cM&Aen widi phy^ health ptob* 
km*. 

As Reverend Robert Mavie. Jr. On pnm), 
writct. *chronic illnctt b a comcant and tome- 
time* overwhefaning oompas:^^ a shadow both 
inscfarable and eternal... (that) creatct a tre- 
mendous need in the patient— duld or aAdt-^ 
for a group of tuppoctive and catinf huoMA 
being* to show by their word* and actiom.thac 
they will «uy vnth the patient— through the 
physical an<? emotional roller-coaster of ^ 
ease.* He continues *...the greatest burden for 
a chronioUy ill child n not the pain, the anguish, 
or the disapiMMntment. but the %iral] of enMCional 
isobtion with which we have encircled that duld 
because of our own fear*. We must look inside 
ourselves. &ce those fear*, and despite them, 
reach out. Only the po%irers of a %irarm heart can 
alleviate the deep chill of a child's constant 
shadow.* To those who care for children and 
their health, let me *ugge*t that we take on thit 
challenge. 
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ABSTRACT. The onfoinf ctie needed by children with 
chronic •»hy»ict| illnets it t topic of national concern. 
The F latric Ambulatoiy Care Treatment Study 
(PACT it a cUr^ic pretctt potttett randomixed exper* 
iraent designed to evaluate a Pediatnc Home Care (PHC) 
program in which an interditciplinaiy team provides 
comprehensive primary health care, tupporl, coordina- 
tion, patient advocacy, and education to chronically ill 
children and their familiet. Home interviewa were con* 
ducted by an independent research team with the 219 
families st enrollment, 6 months, and 1 yean 80% com- 
pleted s]| three interviews. Analyses indicate that pedi- 
atric home care is effective in improving the satisfaction 
of the family with care, in improving the child's psycbo- 
logicsl adjustment, and in lesiemng the psychiatric symp- 
toms or the mother. The functional sutu^, of the children 
was equally well maintained in both groups, and there 
wu no ugnificarit difference in the impact of the illness 
on the f/imily between the two group*. There are indica- 
tions thtt there may be a dose-reUted effect with respect 
to the child'a psychological adiustment with those in the 
program for the longest period of time thowing the great- 
est benefit. Such a home care program can be an effective 
intervention for minimiang the loctal and psychological 
consequencei of chronic illness Pediatrics 1984;73:845- 
853. home cart, chronic lUneu, comprehensive care, fmy- 
chologKol odjiutment. ambuhtory care 



Between 5% and 20% of American children have 
a chronic physical disorder.* The decline of acute 
infectious diseases and improvcmenta in treatment 
of chronic disease have increased the longevity of 
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children with chronic physical illness, and thug «n 
increasing proportion of the care of children ia 
devoted to chronic conditiona. The current trend 
toward regional ization of c«re in high technology 
and other disease-apeciHc tertiary services ia baaed 
on the presumption that each condition requires 
unique specialized care for improved biomedical 
outcomes. However, some have ezpreaaed concern 
about this trf nd and have suggested that the effecU 
of the illness on the growing child and hia family 
cross diagnostic boundaries.*** Although there hat 
been aigniHcant biomedical research geared to pre* 
vention, treatment, and cure of apecific conditions, 
there has been little research aimed at ameliorating 
the secondary paychological and social co nse* 
quences of chronic childhood illnessea and under* 
atanding the psychological and social effecU of 
alternate forms of health care delivery. 

In 1970. a Pediatric Home Care (PHC) unit was 
established at the Albert Einstein College of Med- 
icine>Bronz Municipal Hospital Center which pro* 
vides comprehensive and integrated medical, pay 
chological, and social services for a wide range of 
children with chronic illness. This program was 
conceptualized as an ambulatory special care unit 
The services were based on the assumption that 
care rousf be organized to address issues of concern 
to familiea of children with chronic concJtions and 
that these issues cross disease categories. Althoiigh 
the program is oriented to the health of the child, 
it focuses on the whcle family and iU needs. It seeks 
to foster patient independence and to maximize 
rehabilitation and adjustment. The care is delivered 
using an integrated biomedical and psychosocial 
approach. It involves the family actively in taking 
responsibility for increasing aspects of management 
and informed decision making with the health care 
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profewionate. The services of the Pediatric Home 
Care (PHC) program inclu<Je: monitoring the pa- 
tient, delivering direct services, teaching tberapeu- 
tic program! to the family and patient, coordinating 
aervicet, patient advocacy, health education, and 
support. An interdisciplinary PHC team provides 
care. The core team for each patient consists of a 
generalist pediatrician, a pediatric nurse practi- 
tioner, and the patient's family, A social worker, 
consultant psychiitrist, and physical therapist are 
also available; the reaident or referring doctor and 
the subspeciallsU involved with the child are in- 
cluded as appropnate in an individual case. Services 
are provided in the patient's home as needed, as 
well as in the traditional locations of the clinic, the 
inpatient units, and the PHC ofTtce. Home visits 
are conducted to teach the patient and family in 
the situation in which care will be given, as well a* 
to evaluate medical, psychological, and social needs 
in the family context and household setting. (For 
more detail on PHC, see Stein.*"') 

The Pediati ic Ambulatory Care Treatment Study 
(PACTS) was funded in 1978 to evaluate the PHC 
program. It empl:y$ a pretest -pcsttest experimen- 
tal design in which children with diagnostically 
heterop.eneous chronic physical conditions were 
randomized either to the PHC program or to the 
sou.cesof care traditionally offered in this ho&pital 
complex other than PHC (le, standard care). The 
objectives of the study were to compare PHC with 
standard care on outcome indicators that might be 
sensitive to an intervention of the kind described 
above and might be com mon to children with a wide 
array of diagnoses The purpose of this report is to 
present data that compare PHC with standard care 
on five major variables from that controlled trial: 
(1) satisfaction with care; (2) child's psychological 
adjustment; (3) mother's psychiatric symptoms, (4) 
impact of the illness on family, and (5) child's 
functional status 

Although some worried that such a program 
would have adverse effects on family members and 
on the child's health, we hypothesized that. (1) 
home care would be better than standard care with 
respect to satisfaction with care and child psycho- 
logical adjustment; (2) the mother's psychiatnc 
symptoms and the impact on family wojld be less 
in home care than in standard care; and (3) there 
would be no difference between home care and 
standard care m the functional status of children 

METHODS 
Sample 

The sample includes 219 children with diverse 
chronic conditions who met the eligibility criteria 



for the Pedutric Ambulatoiy Care Treatment 
Study and who were seen at a universityafliliated 
municipal teaching h{i«pital during the period of 
June 1978 to January 1980. Hiia facility aervM 
children throughout the Bronx and offers a wide 
range of general and sub^iecialty aervicet typical 
of a large municipal teaching hospital center. Cri« 
teria for inclusion in the atudy were the pretence 
of a physical condition lasting three or more montht 
or necc^tating a period of continuous faotpitali- 
xation of at leatt 1 month,* age below the 11th 
birthday, residence in the Bronx, need for care 
beyond that of a well child, and receipt of a portion 
of care through one of the affiliated hoepitala of the 
Albert Einstein College of Medicine. Additionally, 
the child could not be moderately or severely re- 
tarded, had to be expected to live for the duration 
of the study year, and had to hve in an English- or 
Spanish -speaking household. Only ?:«e child per 
family was enrolled in the study. 

Although this is not a representative sample, it 
adds to our ability to generalize from the study to 
know the degree of success in enrolling subj'ects. 
Bilingual female lay interviewers recruited subj'ects 
from the inpatient service and subspecialty clinics. 
All children who came to the attention of the re- 
search staff, met the eligibility criteria for the study, 
and completed the enrollment procedures were in- 
cluded. Cooperation with the study was excellent. 
Children with a variety of conditions and varying 
levels of severity were entered into the study and 
randomized. During a I'y^-year period, 381 children 
came to the attention of the research team before 
enrollment closed with 219 children. The greatest 
number (N « 92) of the remaining 162 children 
were excluded from the study because they did not 
meet one or more of the study's eligibility require- 
ments. Thirty-nine additional children could not be 
traced and thus enrollment procedures could not be 
completed, and this group may include some passive 
refusals. There were 20 explicit refusals, four chil- 
dren were in another major study, u„d six children 
died before completion of the enrollment proce- 
dures. The limited information available for com- 
parison of those included in the sample with those 
not included indicates no major difference in diag- 
nosis. 

The enrolled sample is heterogeneous with re- 
spect to diagnosis The 219 children have mor5 than 
1(X) different conditions. These diagnoses include, 
but are not limited to: asthma (N = 76), seizure 
disorder (N = 26), hemoglobinopathy (N « 13), 
congenital heart disease (N = 7), m*»lignancies (N 
= 6), diabetes mellitus (N « 5), and a variety of 
congenital anomalies such as meningomyelocele/ 
hydrocephalus (N = 23) and biliary atresia (N « 
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TABLE 1. PeduitncAmbulatoryCtreTrettmentSUKiy 
Deraofrtpb^c Chmct«nsUc« of Families for ToUl Sam- 
pie at Time 1 (N £ 209) 

Race/Mhnictty 

Hiipanic 60% 

Black 27% 

Other 13% 

Manul ttatua 

Manied 40% 

Divorced, separated, or widowed 33% 

Sinf le (never mamed) 27% 

Family type 

Both parenU 45% 

Mother alone 39% 

Mother with other adult 13% 

Other 3% 

Annual family income 

<$5,000 33% 

£15,000 to <J9,000 'j7% 

2$9^ 30% 

Source of income 

Public assisUnce 55% 

No public auistance 45% 

Mother employed 1 7% 

Mother unemployed 63% 

Other household member employed 55% 

Other household member unemployed 45% 

Level of education of mother 

<High school graduation 56% 

aHijh school graduation 44% 



5) More than half of the children have multiple 
ccnditions, in some cases as many as nine. All 
required care at home beyond that of well children 
as measured by the Clinician's Overall Burden In- 
dex* 

The sociodemographic characteristics of the sam- 
ple are shown in Table 1 The sample is entirely 
urban, predominantly poor, and composed largely 
of minority group members 

S^Jdy Procedurtt 

I1ie study was explameii to the mothers by the 
lay interviewers and they were asked lo sign an 
informed consent, approved by the Institutional 
Review Committee, agreeing to randomization to 
one of two types of follow-up care offered by the 
Department of Pediatrics, to three home interviews 
at 6*month intervals, and review of their child's 
medical records. 

The research design called for stratification of 
the sample on two critena that reflected the bases 
on which children had traditionally entered the 
PHC program: the resources of the family for deal' 
ing Willi the child's medical problems and the bur- 
de.i the child's condition would pose for any family. 
The first criunon, the Judged Ability to Cope, was 
obtained in a short structured interview with the 
mother (In eight cases the respondent was a grand- 



mother, aunt, foster mother, or other mother«tub« 
•titute who was the pnroary caretaker.) The inter* 
view covered standard aociid and deroographJc in- 
formation and measures of the social, psychological, 
and economic resources available to her in caring 
for the child. Internal consiattncy reliability for the 
total scoie U high (a - .76, CronbacM). The second 
criterion, the Clinician's Overall Buitlen Index, waa 
obtained from the child's physician, and consisted 
of a standardized form, providing background med- 
ical information. The Clinician'a Overall Burden 
Index included five dimensions of burden that the 
presence of an ill child places on a family beyond 
parenting a well child of the same age: medical/ 
nursing tasks that parenU need to perform; disrup- 
tion in family routines entailed in caring for the 
patient; fixed deficits of the child requiring com- 
pensatory parental behavior; the added dependency 
of a child who cannot perforci age-appropriate ac- 
tivities of daily living independently; and the psy- 
chological burden entailed in the child*a prognosis. 
The items were weighted using previously derived 
weights aod summed to obtain a total burden score 
for each child. Internal consistency reliability aa 
measured by a (Cronbach*) is .70 for the total score. 
(See Stein and Jessop' for details on the develop- 
ment of this instrument.) 

After determination of eligibility, the Judged 
Ability to Cope and the Cliniruin's Overall Burden 
Index were immediately hand scored, and the sub' 
ject was assigned to a high, medium, or low category 
on each measure, and then randomized within a 
nine-cell stratification matrix This waa done using 
opaque sealed envelopes prepared in seta by a roll 
of a dice to determine the order of the first assign- 
ment within each set The purpose of these proce- 
dures was to ensure that the two treatment groups 
were balanced with respect to these two areas 
thought to be relevant to outcomes. It was not the 
intent of the design to fill the nine cells. All scoring 
and randomization procedures were earned ait by 
a member of the research staff independently of the 
clinicians, and the responsible clinician was noti- 
fied of the group assignment The PHC staff was 
notified as well each time a case waft assigned to 
home care through randcmizAtion Because of the 
nature of the intervention and likelihood of discov- 
ering group assignment during data collection, no 
^ttempi was made for patients, physicians, or in- 
terviewers to be blind to group assignment. How- 
ever, interviewers were houseu in a separate build- 
ing and had no direct contact with clinicians in 
either PHC or standard care. 

Study procedures dictated that all home care 
patients would receive at least a minimum package 
of care (an initial assessment one home visit, and 
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one monthly contact thereafter for at leait 6 
monthi). tlthough obviously moet patients would 
receive much more, based on their clinical needs 
and the decisions of the staff. After a 6-month 
period, those patienta previously assigned to homt 
care were reassessed by the home care suff to 
determine wh ether the staff thought that home care 
was attll needed. This was a clinical asseatment and 
those families whom the suff thought to be no 
longer in need of home care services were dis- 
charged from PHC in order to avoid the continua- 
tion of patienU in a form of care more intensive 
than they required. Those patienU whom the home 
care team thought still needed PHC weie renewed 
for an additional 6 months or contmued for even 
longer periods. 

Date 

Data were obUmed primarily from structured 
household mterviews with the mothers of both the 
standard care and home care groups at tliree pointa 
in time: time 1 (enrollment); time 2 (after 6 months 
of care); and time 3 (after an additional 6 months). 
The first interview was scheduled to uke place 
within 2 weeks of enrollment and randomization. 
This interview covered the pretest of the dependent 
variables. During the subsiequent 6-month period 
the patient received care through the pHC service 
(experimental) or standard care (control) Six 
months after entry, lime 2 interviews were con- 
ducted; thete consisted of variables covered in the 
time 1 interview, additional utilization data, and 
portions of the measures of burden and family 
resources. Regardless of whether or not a home care 
family remained in pHC after the initial 6-month 
interval, all families continued in the study and 
participated m a third and fmal household inter- 
view, which occurred at 1 year after enrollment and 
covered all the items in time 2, with additional 
questions at the end of the interview about the 
nature of the experience with home care, if appli- 
cable. 

Of the 219 children originally enrolled m the 
study. 209 completed the initial time 1 interview 
(104 standard care and 105 home care), 188 com- 
pleted the 6-montli interview, and 182 completed 
the l»year interview A complete data set of all 
three interviews exists on 174 subjects or 80% of 
all subjects Of the remaining subjects, six died and 
eight moved far away from the geographic region. 
Comparisons on a large number of \ lographic 
and medical characteristics between inose with 
complete data sequences and those who did not 
complete the sequence demonstrate no significant 
differences except for a somewhat higher retention 



of black and Hiapanic children than of white chil- 
dren. 

All interviews werexonducted by experienced lay 
bilingual interviewers in either English or Spanish, 
using interview materials prepared in both lan- 
guages. Hispanic ntothera choae the language in 
which they were moat comfortable and all inter- 
views were upe recorded. Open-ended n^aterial was 
checked against the Upe recorling. coded by a 
research aasisUnt, and checked by a second ttafT 
member. The daU reported here are limited to scale 
scores on five major variables listed below, all of 
which use fixed-response categories. 

Satisfaction with core. This variable assesses the 
extent to which the respondent feels satisfied with 
the medicsl care the index child is receiving. A 
schedule, based on the work of Ware et al* was 
developed with modifications making it suitable for 
use in a municipal hospital setting, with children's 
medical problems, and with nurses as well as phy- 
sicians. Cronbach's a for the total score is .86.* 

Child's Ptychohgical Adjustment A 28-item ver- 
sion of the Personal Adjustment and Role Skills 
Scale (PARS) II scale developed by Ellsworth was 
used to measure the psychological acjjustment of 
the 81 children in the sample who were 5 years of 
age or over at entry. (In subsequent revisions, the 
PARS II title IS reserved for the adult version, and 
the child and adolescent version is Urmed the 
CAAP. See R. Ellsworth and S. Ellsworth: CAAP 
Scale The Measurement o/ Child and AdoUscent 
Adjustment. Palo Alto CA. Consulting Psycholo- 
gists Press. 1982 ) This measure, designed to be 
adminir'ered to a parent or other significant adult, 
has a plausible factor structure, has good reliability 
and discriminant validity, and has been used with 
minority populations. The scaie was chosen because 
of Its psychometnc properties as well as iu distinc- 
tiveness in simuluneously including three dimen- 
sions of particular interest in the study of chronic 
illness: dependency, hostility, and withdrawal. In 
addition, it assesses anxiety -depression, productiv- 
ity, and peer relations. The final 28 items used in 
this study were selected from the original SS-item 
schedule developed by Ellsworth. The criUria for 
selection included judged clinical relevance for a 
population of chronically ill children, extent of 
variation and discrimination of response in a pre* 
test sample at our institution, and factor analyses 
provided by Ellsworth. The psychometric proper- 
ties of the scale have been replicated on the present 
sample and a factor structure identical with Ell- 
sworths was obtained. The internal consistency of 
the total score is excellent (« » .82). 

Mother 's Psychiatric Symptoms For the purpose 
of this study, the mental health of the mother was 
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defined m the variety and flexibility of emotional 
reaponm and wu measured by the inUnsity and 
frequency of maladaptive behavior luinf the 29- 
item Ptychiatric Symptom Indei,**"" a shortened 
version of the Hopkins Symptom Distreaa Check* 
Itet.*' Items reflectinf group* of symptoms, sipia, 
and ditpoaittoos are included. Psychiatric diainoais 
it not in^liad, althouf h the items may bt consistant 
with diacnoatic entities. The symptom patterns 
thought to be of interest were: aniitty and depres- 
sion, aniar/bostility (deemed especially appropri* 
ate u it m«y bs relatsd to child abuse), and soma* 
tisation (espedally relevant for Hispanic popula* 
tions). These symptom patterns were selected be* 
cause they occvr with significant frequency in non* 
patient sampfes, and because they are believed to 
be related to s mother's ability to function in her 
role. The iiwtrument selected had been used previ- 
ously with multiethnic disadvantaged urban dwell* 
era and it had a factor structure compatible with 
the concepU of interest in this study. The structure 
of this instrument wu reexamined on data from 
the current san^le and the results repUcated the 
previously obtained findings for a lower class sam* 
pie." Reliability analyses using Cronbach's a indi- 
cate that the total score has high internal consist* 
ency [a - .93) in this p<^ulation. 

'mpact on Family. The impact on family scale is 
designed to determine the negative effects of a 
child** illness on the family. Four dimensions were 
theonted as relevant and deflned through factor 
analysis and psychometric procedures.'* There is a 
totiil score and four subscores The toUl score has 
a Cronbach's a of .88. 

Functional Status Measure A functional sUtus 
meaiure, developed specifically for this study, is 
desigred to Up variation in function among chil- 
dren having a wide variety of chronic conditions 
and to be sensitive to minor differences in function 
withm a given child over time. The goal of this 
measure is to describe the morbidity status of the 
sample. Functional etetus is defined as the capacity 
to perform age -appropriate roles and tasks. It as- 
sesses behavioral responses to illness that interfere 
with normal social role performance. Stem and 
Jessop* have described the development and vali- 
dation of l!iis measure elsewhere. The score used 
here is the general health status score for children 
9 months of age or older. 

ComparebMHy of Treatment Oroupt 

Comparability of the home care and sUndard 
care groups at enrollment was determined for so- 
ciodemographic vanables and ^ scales and sub- 
scale scores usmg standard teste for ordinal and 
nominal variables and two-teiled t tesU of differ- 



ences betwesn means for interval level variabvM. 
As there were loaees from both traatmant groups, 
the equivalence of the trsatment groups was also 
determined on time 1 enrollment date for (ooae 
who were leiained in the sample to time 2 anti time 
3. There were no aignificant diffsrsncaa on tima 1 
enrollment date between either the sntLs PHC end 
standard care groups or between thoee retainsd in 
the study and those lost, beyond those that could 
be etpected by chance, for either characteristics of 
the children, their caretakers, family structure, so- 
cial contett, or prsteet scores. 

CMiAMlyelt 

All daU for home care and standard cars groups 
are ompared on the 6-month (time 2) and l-ye«r 
(time 3) outcome measures using standard analysis 
of covariance (ANCOVA) proceduree with the pre- 
test date as the covariate and looking at the signif- 
icance (F test) of differences between •djaiM 
mean scores. The homogeneity of regression as- 
sumption was tested in all analyses. The Statutieal 
Package for the Social Sciences (SPSS) programs 
were utilized on a DEC20 computer system. 

RESULTS 

The analysis of covariance resulte for the com- 
parisons of the home care and standard care groupa 
are summarieed in Table 2. The pattern of the 
means within groups over time also allows for de- 
termination of whether or not there has been im- 
provement on a given variable. 

Significant differences between the groups at 
time 2 are found for the mother's satisfaction with 
the child's medical care and the child's psychologi- 
cal adjustment, with more improvement in home 
care on both variables. A difference significant at 
P - .07 is also obteined bet»wn the groups for the 
mother's psychiatric symptoms: mothers in the 
home care group showed improvement while those 
in the control group grew more symptomatic. There 
is no difference between the groups in the impact 
of the illness on the family or the ftinctional etetua 
of the child, with the decline in impact scores and 
increase in functional stetus scores indicating that 
both groups improve in these areas over time. 

The pattern of significance at time 3 (1 year) 
replicates that at Ume 2 for satisfaction with care, 
impact of the illness of the family, and functional 
stetus. The resulte for the child's psychological 
adjustment are signTicant at P " .08 at time 3 for 
the whole group comparison. At time 3, there is no 
difference bet%veen the t%vo groupa with respect to 
the mother's psychiatric symptoms, with both 
groups showing improvement by the final interview. 
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TABLE 2. EffecU of Peduitric Home Care Analyf of CovtrUnf* 

MeMUff TuD« 2 (6 mo) TUl* 3 (1 yt) 



SuiKUfdCw AUHcaaeCw SundardCy AU Hop* Cart 

Situfiction with cftr« 

PretMt 32 43 ±4.49 31.95 ±3M 32.43 ± 4.49 31.95 ±3^ 

Una4jU<t«dpotttett 31.96 ± 4.05 32.90 ±4 18 32.16 ± 4.28 33 12 ±4.00 

A(j|iu»t«d potttMt 31.63 ±3.4S 33.03 ± 3.69 32.00 ± 3.62 33 25 ±3.31 
No. of childrtn 81 93 81 93 

F 4.933 6/67 

Sifniflomce of F .028t .0l6t 

Child's ptycholofictl 
■4}UstiDent 
(children 25 yr) 

PretMt 65.84 ± 9.05 66.94 ±9.21 65 84 ± 9.05 6694 ±9.21 

Un*djuttedpo«tt«tt 65 59 ± 9.92 69.76 ± 7.99 65 11 ±9.82 68 97 ±7.95 

Adjusted pot ttett 65 93 ± 7 67 69 39 ± 6.10 65.39 ± 8.21 68.66 ± 6 64 
No. of children 37 33 37 33 

F 4.349 3 240 

SignifiCAnceof F .041t .076| 

Mother's psychiatnc 
symptoms 

Pretest 23 44 ± 15 40 26.46 ± 16,73 2336 ± 16.32 2646 ±16.73 

Unadjusted poetlest 23 40± 17 24 23 28± 15 84 2069± 15.55 24.68 ± 16.23 

Adjusted posttest 24 76 ± 10.08 22 12 ± 9.27 21.88 ± 10,64 23 54 ± 1 1.11 
No. of children 81 93 81 93 

F 3,237 .980 

Significance of F .074$ .324 

Impact On family 

Pretest 47 03 ± 7,63 48.69 ± 6.94 47.03 ± 7.63 48.6Q ± 8.94 

Unadjusted posttest 43 96 ± 7 33 46.27 ± 7.91 42 68 ± 7.90 45,04 ± 8,66 

Adjusted posttest 44.52 ± 6,34 45.79 ± 6.76 43.23 ± 6.12 44.56 ±6.71 
No, of children 81 93 81 93 

F 2 190 1.783 

SiKnificancc of F .141 .184 

Functional status: gen' 
eral health (chil- 
dren &9 mo) 

Pretest 75.73 ± 16 25 75 87 ±1^91 75.73 ± 16.25 76.87 ±18.91 

Unadjusted posttest 81.14 1 15 79 80.24 ± 16 14 81.48 ± 16 79 8067 ± 17.02 

Adjusted posttest 81 16 ± 14 25 80 21 ± 14 56 81,67 ± 14.35 80,40 ± 15 47 
No of children 66 76 66 74 

F .164 .247 

Significance of F 696 620 

• Values are means ± SD. 
t Significant atP<.05, 
tSifnificant atP<.10. 



The onginal hypotheses are outlined m Table 3, 
and the last two columns show whether the hy- 
potheses are upheld at 6 months and 1 year. As 
indicated in Table 3, the hypotheses are upheld 
with respect to three of the five variables at both 
times (satisfaction with care, child s psychological 
adjustment, and functional status) and an addi* 
tional variable (mother's psychiatric symptoms) 
which approAches significance at time 2. As was 
hypothesized the children and families in PHC do 
better than those in standard care on satisfaction 
with care, child's psychological adjustment, and 
lessened maternal psychiatric symptoms, while 



there is no difference bctw-een the grouDS in the 
functional status of the child. The consistency of 
the findings across time for satisfaction with care, 
child's psychological adjustment, and functional 
status strengthens the results, as does the fact that 
thr results occur in confirmation of the hypotheses. 

Not all the children assigned to the experimental 
group received a year of home care Mrvices, a factor 
that could potentially affect the findings. Therv 
fore, these analyses were repeateJ eliminating (1) 
those children randomized to the experimental 
treatment who failed to receive it because of failure 
to connect with the PHC team (N - i3) for both 
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TASLES. HypoUMMftiMlRMultiior 
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I No nfm6cant difleranoa. 

the 6-month and the 1-year analytia and (2) thoaa 
who were diachaned from the home care aervice 
prior to compleUon of the 1-year interview (N - 
27) from the l year ajialyaia. In a repeat analyaia, 
reatricted to tboae children who actually received 
the experimental intervention for the time period 
boing evaluated, the pattema remain very aimilar. 
There are no aignificant dillierencea in the impact 
of the illneaa on the family, the chiUra functional 
aUtus, or the mother's paychiatric aymptoma, and 
there are ai^ficant differences favorinf home care 
in both satiafaction with care and in the child's 
paycholofical adtiuatment Analytia of the child's 
paycbolofical a4juatment limited to thoae children 
retained in the experimental treatment for the full 
year tufgeeU a doee-related effect. The difference 
between fTOupa in the chtld'a paycholofical adjust- 
ment at 1 year it aifnifisant at the P - .026 level, 
and while thoae children retained in home care for 
1 year had alifhtly poorer pa>chologicai a^juttment 
than o»her children on their preteaU, they had 
higher icorea than all other groups of children at 
completion of the 1-year treatment. 

DISCUSSION 

The secondary eequelae of chronic illnesa have 
been cited as the cause of considerable morbidity 
among children.* It ia therefore important to con- 
sider therapies that may minimize these sequelae 
and maximize the potential for the child to thrive. 
Many have called for the chronically ill child and 
his family to receive the tervices of a generaliat who 
servet as ombudsman* advocate, care provider, and 
counielor,**"'* and some have suggested that chil- 
dren with chronic conditions should receive services 
in special comprehensive care programs.** It is clear 
that considerable portions of care are omitted in 
existmg specialty service arrangements,**'" even 



when thoae are intended to be multidiacipliaaiy 
and comprebenaive.'' 

The PHC program jvaluatM here ia one model 
of the type advocated by Meaatnger and GUedman** 
and (liUUls the baaic criteria outlined by the rr^t 
conference at VandetbUt on primaiy cara for chil- 
dren with handiciqppinc condttiona.'* It ia unuaual 
to be able to aaaeaa such a service an eiperiman- 
tal field trial and pstha|ia even mors striking be- 
cause the eiperimsQtal evahiation oocuiTsd after 8 
years of program existence, daring administratkm 
by its third director, at a time when none of the 
ori^nal staff wM invoNad on a ftiU-tims basis, and 
when there was considerable stafif instability. 
Therefore, this is a program evahiation conducted 
in a real-life situation which is least likely to pro- 
duce an artiCactual inqirovement In outooms. More- 
over, the reeearch itsslf had afUKU that disrupted 
some of the usual procedures of the program and 
were perceived by the PHC staff as minimii i ing 
their effectiveneea.* Thus it appears for several 
reaaona that tbeee findinga may be an underresirs- 
aentaticn of the true effecta of such an Intervention. 

Despite these real and potential Umitationa on 
the detection of improved outcome, the ei^Mrimen- 
tsl group did have significac^V grsatsr benefits In 
two azul possibly three important areas (satis£sc- 
tion with care, child's psychological adjustment, 
and possibly mother^a paychiatric symptoms). 
These should not be minimised for several reasons. 
Tirst. the significant differences are in the direction 
predicted by the hypotheees. Second, satisfaction 
(sometimee viewed as *'eoft" outcome) hu been 
shown to be related to compliance with medical 
rr^ens and hence may be an important variable 
in predicting improved medical outcomft for those 
health problema in which beneflts of biologic treat- 
ment can be clesriy documented control of 
diabetes). Unfortunately, not all therapies in com- 
mon uaage have demonatrated efficacy. Interest- 
ingly, this improvement in satiafaction occurred 
despite the abeence of a differential improvement 
in health sUtua which haa been aaaociated with and 
thought to explain better aatiafaction in previoua 
atudiea.*^* Third, the child'a psychological p^^\*<' 
ment could only be meaaured for the 70 cmldren 5 
yeara of age and older at all time periods. This 
reduction in sample size would lessen the likelihood 
of finding significant differences between the 
groupe. 

In the area of impact on family no differences 
were found between the groups; while 0 error cannot 
be ruled out, other possibilities exist One is that 
families may not be able to attribute changea in 
family life to a child'a illness.'*'*' Alternatively, the 
support offered by the program, which may leaaen 
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impact, may be masked or offiet by the increMed 
burden of ctrinf for the child and doing men 
medical and nurainf taakt at home, aomethinf that 
waa documented to occur. 

Queetiona can be raiaed about both the choice 
a-jd direction of the hypotheaee. For example, the 
third hypothaaU poaited that there would be no 
differacca between the groupa on functkmal atatua. 
Tboae akeptical of home care leaied that it mi^t 
be unaafa and benca thoufbt childtan would get 
aickar in thia aarvioa. Therefore, thia variable waa 
introduced dafenatvaly to aaaure that auch an effect, 
if praeent, would be detected It waa never thought 
that a profram of the type outlined kbove could 
enaura in^>rovtment in phyaical health aUtua with 
many of the typee of conditiona included. 

IdeaUy, one would like to know the patUm of 
utiiitaUon of medical care by tboae in the borne 
care and atandard cart ptxqM and determit.e 
whether the greater efTactiveneaa of PHC in pay- 
choaocial areaa ia achieved at greater, equal, or leaa 
fmancial coat than atandard care. Althou^ aome 
data regarding utilization remain to be analysed, 
the nature of the aatting in which the atu4y waa 
carried out, which billa on a flat-fe^ baaia, piedudea 
on optimal aaaeaament of true coata. 

An obvioua next queation involvea the identift* 
cation of the effective ingredientU) in the PHC 
program, an isaue that cannot be elucidnted by the 
preaent atudy, A deciaion waa made prior to the 
initiation of the atudy to focua efforte toward de- 
termining whether the p.'ogram aa a whole bad a 
differential effect, rather than on defining or quan- 
tifying Its componenta. Thia focua waa, in Urgb 
meaaure. prompted by the general abaence of mea- 
aured effectiveneaa in atudiea of comprebenaive in- 
tervention a and a deaire not to unduly diarupt the 
program and luidermine our rbility to find effecta 
where poaaible. Nevertheleaa, it ia now important 
to determine the cauae of improved outcomea when 
they do exiat A poaaible expUnetion of improved 
aatiafaction may be auggeated by recent work of 
Brealau" who haa abown that continuity of care, 
auch aa that provided by the home care aervice, 
improvea aatiafaction among fdmiliea of chronically 
ill children more than it doea amont families of 
well children. 

A key isaue it whether home services are an 
effective component of the intervention, and if so, 
whether they are aubetantively important or aym* 
bolically important because of the interest and con- 
cern manifest by their inclusion. Larson'* au^^ts 
that there may be critical pftrioda when home via- 
iting may mako a difference. He showed that home 
vtaiu initiated prepartum were effective, whereaa 
vlJiU begun after the birth of a child have less 



effect One wonders whether -^ta aurrounding a 
chiM'a illneu may occur in a aimilar aenaitV e- 

riod. 

It ia intriguing that a lisauH of this programmatic 
outcome ia improved a4iustment of the chronically 
iU child and thjt thia occun in the absence of 
•igniikant dilferaotial improvement in the per- 
ceived impact of the Olnaaa on family. In the face 
of thia lack of difCarenca between the gioupa in 
impact on family it ia not poaaible to explain the 
improvamento that did occur on the N wit of « 
generali»d enhaocemant in paroaptloa of the fkm- 
iV« wall-being. Sinularly, the chikTa improved ad- 
juatmant ia not accompanied by a lepott of better 
warall health atatua aa reflected by functional aU- 
tua. The accentuated improvement in the chikl*a 
ptychological a^iuatment among th. group rocaiv. 
ing a fiiU year of home eaie alao warranu further 
eq>loration. Additionally other anatyaea wiU deter- 
mine for which aubgroupa of chibiren (defined 
either by demographica, diagnoaea, or other rele- 
vant parametera) the program waa moat and leaat 
effective. While many queetiona remain to be an- 
swered, thia atudy documento that a comprebenaive 
aervice for children with aerioua ongoing health 
problema doea have meaaurable beoefita and theee 
improved outcomea warrant further inveatigation. 
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Health Care Services Received by 
Children mh Chronic Illness 

Ruth E. K. Stein. JID. Dorothy Jon«« Jewop^ PhD; Cilberine K. Ries«nun, PhD 



• Th« mcthmn ot 2M oMMrwt wWi 
chronte lOnMs who Mr* b«lAg tTMM tt 
I un»vwtlty-«mit«l»d municipal ho«f>ltal 
im t i rt t n rltwtd In thak horn— to 
MM tht Mctont to Which Ihfir chMdrwi 



tM#lM4 tfidmofxl bkMiadloal typM ol 
caf, bits Mr fa w M n had f calvd pay- 
choaedal aarvteaa. ChUdrM wWt tha 
.Mat aavara con dl Uo fta landad to ra- 
cah^ mora aarvtoaa ;h«i otttara. and ra- 
calpt of nonMemadkal aanrteaa «Ma aa- 
ao cl aia J w W i idanWoatlon d a apccHte 
pfovMai^ Moitiort Indtoaiad thai. In addl- 
tten to traditional aarvtooa, thay wwilad 
advtoo on how to manoQa tha ehHd^ 
oontfltlooat homa. Thaaa raavlia oon- 
ftom pmtoua f1odln9a and aufloaot that 
fapa In aarvtoo provision may ba ganar. 
attzaMa to ehlldran with chronic Wnaaa 
raoardtaaa d t»»a aatting and diagnoala 
(AmJDtt CMd 1M3;1S7:22S-230) 



From tbt Depvtjnt&t << P*dutri«. Albm 
Ewtuin C«fl«ft at HtMif. Brani. NY (Dn 
SuiA and JtttopX AAd tk* School ofSodaJ Work, 
Smith (^ifff. NorthAJDipton, Ham (Dt 
msaX 

FrtMnU^ U an tuinr fona in pan at l>i« 
tiUiuaJ m««tM»f (< tlM Ain#ri<»n Publi. tl*ltlh 
AModaUoa ,»w York, Ko* 7. 197f 

Rtprint rt<)Mct« to Dtf^rtwnt c/ FVdUtnn, 
Aib*rt EiuUiA Colleff oTModkiM, ISOO ktorrti 
Piri Av*. Broiu. NY (Dr SuiaX 



Determining actual health needa is 
not a timple matter for the popu- 
lation at large' and may be even more 
difficult for diildren with chronic ill- 
ncM. It can, however, be aasumed 
that diUdren who experience chronic 
phyaical iUneaa and their families have 
many medical needs beyond those of 
diildren without aucb conditiona. In 
addition to the ordinary care of well 
children, children with durt»nic phyoi- 
eai conditiona may require technically 
sophiaticated and apcdalixed aervicea. 
llieae include ancillary supporta to 
help deal with paychoaodal issues that 
surround the physical condition and 
hav implications for the present and 
future lives of Ihe child and the family. 

in I97<, Kanthoretal* outlined nine 
elemenU of aervice that aeemed to U 
neccAsary in the care of children with 
chronic illnesa. Although these ele- 
menU were assumed to have obvious 
relevan*^ for the proper care of chil- 
dren with chronic conditions, their re- 
port demonstrated that many of these 
services were not beir^ received by 
famihes whose children wtrre enrolled 
in a regional spina bifida center Later, 
Ficss et al* demonstrated similar gaps 



in the care of a group of children with 
arthritis at the aame medical center. 
Pslfrey et a}« aubaequently ahowed 
that many diildren who received care 
In four apedalty clinlca of a taaior 
tirban diildren^ center lacked primary 
care aervicea and had additional health 
problems and symptoms that had 
never been mentioned to the aubape- 
ciallaU. However, to our knowledge, 
there have been no studies that docu- 
ment the pattema of care in commu- 
nity-baaed fadUtiea, which fluently 
deal with chiMren who have a diverse 
range of conditiona. Moreover, charac- 
ieriatlca of the conditiona that may be 
Maodated with lack of care have not 
been Identified. 

The purpose of the preaent report ia 
to aaaesa the typea of aervicea received 
by diildren with a wide range of 
chrome conditiona who obtain their 
care In a large urban community hospi- 
tal to determine the following: (1) the 
frequency with which mothers report 
that their children receive each type of 
care outlined by Kanthor et al' from a 
health professional, (2) the elemenU of 
care obtained ouUide the health ays- 
Um, (3) the types of care that motheta 
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btlkv* tbty n««3 but art not nctiv- 
inf , and (4) characUriaUcs of th« con- 
dition that corraUta with receipt of 
cara. 

aampla iDdwkd tot cUkbm who 
lan aligibUlty critaria fbr a loafitndiBal 
•tady of chmk cUdlMod Olsaat can* 
dncud bj tW DiTialaa of Fadiatric Am- 
ImJatorr Cai«, Alban ElaMato CoOafa of 
Madidaa. Bronx. NY, and who wart aaan 
at a saivMiity-tiBllaud nrddpal boapUal 



Tabia t.— DamoQf a pW c 
CtwactarMcc ol 200 FamMaa 

at Efwo«mant In Malrtc 
Ambulatofy Cara Tbaamwnl Stutfy 
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dariactiMptciodfimiJaM IfTttoJaiw 
vy IMO. IWc fcdUtr Mrvat chfldm 
tkroofbeut tba Braax aad eAna a wida 
imqr of gtMral aad MbapadaKjr atrrkaa 

typkal of a bria ■umldiial ^a*^ c*^- 
CHtariafortAdaakwbiUaalttdywwtUM 
pcaaaaca of a plqrtkal coiidttkNi tltat taitod 
thraa or aMta laaaAha ar Mt m ritM a 
^«ied of coaUaaMi iMMpttaUsatiM of at 
Wt ana awatK* ifa yonafar thaa 11 
^vsra, facSdanca iatlM Bm, aaad fbr cara 
biyoiid tiMt «r a waO cUd, aad racalpt «r a 
poctkQ Qfcart throuch aaa of t)M aflUatad 
hoaplUk of t)M Albait CiaiUia CoOaca of 
Madkfaia. Addltloadty. tfca cUld could not 
ba modaratdy or wvaraly rMardad, had to 
ba aipaetad to Uva Jbr tba duration of tha 
ttoij yMT, tad bad to Uvf itt aa CacU*h< or 
Sptntoh-ipaaMi^ how b old, (My ooa 
child ptr fkaUy WM ooroDad itt tba study. 

BiUagua) Amala iatarriawars ricntltad 
•ubjacu fron tba lapotlant oarriea tad 
MibapadaHy dink*. AU childrtn wart in- 
dudad who cama to tha •ttantlon of tha 
raaaardi ttafi; mat tha aUcibUlty criuria 
fS»r tha Mudy, aad eonpUtad tha tnroU- 
nant pmadnna. A contant form apprryvad 
by tha iotUtntJooal rtviaw commlUat wsa 
tlfnad by tad) mothar. 

Tha lampla wat haUrofcnaoua with ra 
tpect to dlifnoala. Tha 200 diiidrtn had 
mort than 100 diffarast cosdiUoDt. Thaaa 
dlaffiwMM iadodad, bat wtrt not Umltad 
to, uthm aaUurt dltordar 

(N-m hamofloUnopathy (N-ISX coa- 
CtnltAl baart ditcaaa (N -TX mallfnaadaa 
(N*ex dlabeta* aicUltui and a 

varitty of concanltal aaomaUaa, tudi aa 
maniA(omy*loc«la/hydrocaphaiua (N*Z8) 
and biliary ttmia(N -ex More than half of 
tha diiWren had tro or more cooditiona 



tnd, bi aeatt caaaa, aa Many aa uIm. A1 
nqulrtd cara at bona bayoad that «f wal 
dOldrta, aa Maturtd by aa avtraa bwdta 
todty« whkh it dttiribtd ftmhar. 

Iba aadadaaMcraplik chtradacMM «f 
tht taiapla art givM ia TUdt 1 . l>a aaaipit 
WM aatbaty arbaa. p ia rtn mlat art y pa«; 
aad coa^oaad larftty of aUaorlty fiaap 





Tabia 2 


— Kaafth Naodt and Quaatlona Aakad 


A/M Ooaattaa 


1 


U»u«J tourc* ol cara 


la ihaft a piaca you uMMty go lor cvt and a paruuar parMM you 
uauaty aaa thara? 


3 


Coofd<n«t<on 


Doaa pmwar maha arranownanta II tha cMd rtaada to taa a 
apadaM or tat( to otfiaf agarwiaa. ag. achool. day-cara oaraar. 
madicaid. M ihtf la naotiaaryT 


3 


OaoariJ aOviCa 


DoM arwona gh« ganaral advtoa about your cMd and tuch iNngt 
aa apadal achoo^ hantfcapa. ;Mh«i^ problama. and 
to «(pact latar In cMldhood or adiAhoo^? 


4 


FairWy Dtk 


Doaa anyona dtocuaa wNh you whatnariha chKn «naat runt In 
r ^ taiTtfy or eoutd occur in ochar lamty mambara? 


5 




Doaa anyoftt Man to yotx oorwarnt about yot« cMd and 
urdaratand aw preblama CI raWng a cMM «ah an lanaaa? 


e 


Eip<«n<lioo ol UinaM 


HM aw chHd^ Hnaaa baan axpiatnad to youY 


7 


ima/cwrrtoi aioatt 


la lh«« aomaona you go to whan tha (Md haa a lawar or an aar 
inltca^. or aon>a«Nng Ika t)tif 


e 


HM)tn cvt makfUnanca 


Ooaa an^ maatura tha ch»d» haigN and wwigN and taa at»u» 
(jtvalcomam. a^ ptoama and tNngt l*a thtrr 



MtTHOO 

Iba dau wwa abUtatd ftaai a bona 
teUrrkwcowdactadwithUMMOtharattba 
tea «f aaraOaMat la tW teady. baftrt tbt 
artarwaUoa IW otudy by KaMbar aad 
caOa^uai^ h«d atad an ta-dqiU tataH«- 
la wbkb tptdflad topka wvaaavarad la aa 
ppia laifdiaaimT. U tbo prtaairt atudy, 
totmtewa wwa ttraetsrtd. raqalrlac tbo 
totonrlawar to rtad wadi ^uMttai aMCtty 
at writtan. to eba^ tbt apprtptlaU ra- 
tpoMa ea«4Covy, or to fin biatboct aaawae 
lalanrWwa wtca coadoctad by axpariaacad 
Uy bfUi^ tetorrWwan la althar EngUth 
or Bpa^ith 'Hbv latarti^^ «ut«1ak pia- 
pmd Scthki«ttacaa.HitpaalcMtb«n 
cfaoM tU bacatft la whkh tlMy wart moat 
eoadbr«bia, aad all ln$anriawt wwrt tapt 
rKordad. Opao-andad aMtarlal ww 
ehadwd a«abat tha tapt rtcordlaf , cadtd 
by a rttaardi aatlttaat. and cbacbad by a 
ttcond ataff maaibar. 

In tba prtaant ttudy. rttpoidaoU wtrt 
aaktd ttrudurtd ^uoationt aboat aach «f 
a^ artat cootalaad la tba study by Kta- 
thor at aL* TWa art givaa la 1^ t. Tag 
of thiao tamtlcator^ artat. fanaral ad- 
vica aad Attart plaaniaf, wart caaibtaad 
Into OM itam (No. SX A niatb a aa indudtd 
by Kanthof and aaao ciat a t. naiaiy. artha- 
tioo aad trtatatnt. waa axdadad fram tUt 
analytit bacauta miikr ttudla^ haw 
dainonatrttad that vlrtatUy all patiaaU 
had racdvad thia typa of cart aad bacaatt 
of tha coraplaxity of aaaatting adaquaey of 
tvaluatlon aad trtatsnant la t populatioa 
with hetcrotanaoua diaci^Mta. 

Tha mothara af patkaU vho rtportad 
recdvinc a (ivto aarvica wart atkad who 
providod It Probaa wan uaad to aacattah 
whcthtr tha provldar WW a apadfle haakh 
cart pnmdar, (tf . ftaarj podll rid tt, 
nana practiUcocr, or aubapadaUatX UaSif 
member or fhaad, or a bdlity. In laattnett 
in whidt mon than ona totuta wu naa- 
tioned, raapooaaaweratabulatadtoiodadt 
both the drat aad aocond tourea of can Iq 
each of tha dffat areai tunrayad. It «ii 
aaaumad that belnf able to Idratify a apt- 
dAc ptraon by name and/or profaaair<iiI 
role Indicated a bmlliarity with the penoo 
who prorided can over and above that of 
bdni able to name only the fladllty. ef , the 
cmerfency room Source* outaide th« 
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bt:Jth c»rt tytum were bIm ncorded. 
codtd, tod UbuUt«d. 

7b tvoid UmIac rMponM*. the moth«n 
h»a btn ukt^ two open-ended quettioni 
before the portion ct the inlerriew th«t 
d«*ll with eervicet the child r«c«iv«d. 
TbeM queeUoM coneert>ed thiiif* they 
would Uke to know Abogt taUai ore of the 
thai or about the cMld% condition. 'Hioee 
who Indicited thtt there wu •omelhiof 
thejr wtftUd to knov wer* uked what it 
waa. Code* were developed for open-ended 
queatKma uaiof Kanthor and coUeacuc^ 
Uaic Uat ct cat«forie«. Additio. I code* 
were developed for retponaes that did not 
fit into prcexiatinf cateforW. 

RESULTS 

From HMlth ProtM«tonal« 

Three fourth* of the 209 molhcra 
reported th4t they had a usual place to 
go for the care of their child within the 
health care tyttem CTable 3X Ninety, 
three percent identified a source of 
t*re for intercurrent illneases. Eighty 
percent of the children had received 
health care maintenance services, and 
78% of the families had been given an 
explanation of the child V illness. In 
sharp contrast with these responses 
sbout traditional medical services, 
only 23% of the Camiljes had received 
general advice from thoae within the 
health care syrtem, and only 30% indi- 
cated that someone listened to their 
concerns. Approximately half of the 
families report^'d having discussions 
with providers about whether the 
childi condition ran In the family 
Thus, the mjyonty of families did not 
recei\-e these less clearly biomedical 
services. 

A related Issue u the source of 
health care services and the deter- 
minstion of whether the family re- 
ceived care from a specific provider. 
The third column of T^ble 3 indicates 
the perccntsge of fsmiiiei* who identi- 
fi«d • specific person rather than a 
facility as providing each service. Only 
26% of those who received care for 
intercurrent illneui reported using a 
specific provider, rather than a facility 
for intercurrent illnesses. A substan- 
tial perc-nUge (341) of those rtceiv 
ing health care maintenance also iden* 
tified the source as a facility rather 
than a person In other areas where 
sen ices had been received from the 
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health care system, a speafic profes- 
sional was usually Identified by the 
mother. W* 'e only a small percentage 
of the fane les reported receiving ad' 
vice, counseling, and future planning, 
those who did report receiving these 
aspects of care tended to Identify f 
specific provider, rather than a facility, 
as the source of thcAf services. A 
consistent distinction seenu to exist 
between patterns of care for the more 
and the leu traditionally biomedical 
components of care. 

Roc«ipt of Sor^^ 
OuUldt ttvt HMtth Syttom 

The second luue addressed wu the 
relaUvc extent of help that respon- 
denU received from within or ouUide 
the health care system. The degree to 
which the family identified a source of 
assistance ouUlde the health care pro- 
vision system was assessed by 'ate- 
gorizing responses, naming the fol- 
lowing- (1) health care facilities or 
providers only, (2) family and fner.d* 



only, (3) both, or (4) neither (Table 4X 
It U atrildng that two thirds of the 
respondenU denied that tnyone gave 
them general advice. A third of thoM 
who obtained such advice (nm any 
iource obtained It from CunUy or 
friends. Similarly, while 39% reported 
that no ont listened to their concema, 
another 31% reported that only 
fnends and family listened to thei- 
concerns about raising a apeeial child. 

AcWWooanypwi ol Swvlctt 

It can be uked whether the areas 
defined by physicians* bear any rela- 
tionship to the types of assistance pai^ 
enU of children with chronic illness 
think th^rneed. Analyses of the open- 
ended material preceding the struc- 
tured questions disclosed that almost 
three fourths (74%) of the respondenu 
had some difficulty understanding the 
disease or wanted more information 
shout the condition, They reported a 
de-^ire for further explanations of the 
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iUMu (2S% of refpondenu) and iu 
ctUM (21% of re»pondenUX *» wcU at 
*dvic« about what to expect in the 
fttturt (19* of re»pondenU) and about 
new roedicationi and trvatmenu (21% 
of re»pondcnUX HowtN-er, the mo»t 
often died need (requeiUd by 31% of 
respondenU) wa« advice about daily 
management of the illneai in the con* 
text of everydv home life Mothen 
w-anled to know •how to control" the 
tUneai. what bnni?» on tymptonw or 
attack*, and 'what to watch for " Thla 
wru not previously identified aa a tept* 
rate ne«i.' 

lb det«rraine whether receipt of a 
aervice reduce* or increase* the de*ire 
for help in that area, the re*pondent/ 
expreaaion* of areaa in which they de- 
•ired help were examined according to 
whether that type of aervice had been 
received. The type* cf •ervicea about 
which parenu were a»ked overlapped 
only partuUy with the U*t of type* of 
mfonnation that parenU volunteered 
they would bke to hxve Crwa-tabula- 
uon* of the item* that xppear on both 
luu deunniied if »^ipt of a given 
type of service wa* a»»octated with a 
conUnuing de*ire for that type of aerv. 
ice or con>*er»ely with a decrea»e m 
need for helpoftheaame type. Compa- 
rable categone* were available for ex- 
planation* of illnea*. di»cu»aion» of 
•whether the illneaa run* in the family, 
general advice, and advice on growth 
and development, and the x* te»t 
u*ed to *umm*rue the r^*ulu. 

The r«*ult* indicate that »^»rent* 
who have oeen given general advicv* by 
lomeone *rt more likely thxn other 
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parent* to want additional advice 
about *peclal achooU and program* 
(x" - 5.44, P - ,02X On the other hand, 
paienU who have had acmeone explain 
the lUneu to them are leu likely to 
want explanation* of the cau«e of the 
condition than are parenU who Indi- 
caU that chcy have not had someone 
explain the iUnea* to them (x'-3-48, 
p-.oeX There wu no relation be- 
tween having received advice and 
wanang help about behavior problem* 
(x*" <X),P"1.0)orthing*toexpectin 
the future (x* - -M. I* - There wu 
alao no relation between having some- 
one perform health care maintenance 
and wanting advice xbout develop- 
ment, or between having aomeone ex- 
plain the familial risk and wanting 
more diacusaion of it. 

Corrtltttt of n*c*lpt 
of H«atth Car* 

Provi*ion of help by the hexlth care 
*y*tem mty be related to the seventy 



01 thi condition or the length of time 
alnce diagnnla. More aevcre coodl- 
tiona and/or longtr time alnce diag* 
noala indicate mor<« extenatvij in- 
teraction* with the medical car* aya- 
tem and aUo« greaUr opportunitiaa 
for the provlaion of different types of 
aiTvices.TheaeopT •unltieanny w)t 
be available if the condition U newly 
diacwered or occur* in a newborn. 
Alternatively, help that U ofEered m«y 
be received and intcfrated aele'.uvely 
by the family at different Umec in the 
courae of the iUneu. The degree to 
which health needi of children were 
met wa* examined for children by look- 
ing at theae variable*. The aeventy of 
illnea* wa* aaaesaed by u«ing two mea- 
*urea: (1) a summary burden raUng 
and (2) the Cllnician% Overall Burden 
Index. The latter i* a structured in- 
strument that *a* devebped aa part of 
the pre*ent project to measure the 
burden in a pven child% care aero** 
disease categone*.' It »'»e*»e* the 
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level of burden involved in a given 
ehildk tare and haa an internal con> 
•istency m measured by Cronbach% 
alpha coefficient of .70/ Internal con- 
tiatency is commonly used as an eati' 
mate of reliability.' 

Children with high summary burden 
rstinga and high scores on the Clim- 
cian^ Overall Burden Index received 
care in virtually all of the hypothesized 
areas more frequently tuan other chil- 
dren (TU)le 6). In both aections of 
'IU>Ie 5, the diiTerences are significant 
(P<.05) in two instances. DifTerences 
exist at the Ps.lO level in three other 
instances when the control variable is 
the global rating and in two additional 
instances when it u the Clinician^ 
Overall Burden Index. Regardless of 
the measure, the degree of burden had 
no e ffect on the p revision of h ealth care 
maintenance, a service received by 
very high proportions of the children in 
the sample. Neither does seventy, ar 
measured by the burden index, have 
any effect on the provision of care for 
intercurrent illness. 

The effect of length of time since 
d*sgnoeis was weaker and varied with 
the type of service CWile 6X However, 
it is noteworthy that the mothers of 
patients with s longer time since diag- 
nosis were leu likely to report havmg 
» usual source of care and receiving an 
explanation of the illness Length of 
knowledge of the diagnosis, like sever* 
ity of condition, seems to have no effect 
on the provision of care for intercut 
nni illness or health care mainte- 
nance. 

COMMENT 

The presence of unmet health needs 
m populstions of children receiving 
c re for chi^nic conditions has been 
previously reported,*'* However, prc« 
vious reports hsve examined patients 
with specific illnesses being trested in 
well> organized programs in regional 
centers or in specialty climes. The pa> 
tients in those studies represent 9 
cross section of socioeconomic levels, 
'fhe current study was conducted with 
s sample that was not in such a specifl* 
cally focused system, was heteroge- 
neous with respect to disgnosis, and, 
hence, was more similar to those pa- 
tients found incommunity*b%&ed &cili- 
ties They represent the urban poor 
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• WM in th* pfTMni study 

and minority groups. Table 7 -orapares 
theflndingsofXanthoretal'andPless 
ti al* with tho"e of the current stud/. 
The numbers in Table 7 indicate the 
percentajje of mothers who failed to 
report nt, view in each area. Despite 
differences in the study methods, as 
well aa sar^ple populations and sites, 
and in the potential language and cul- 
tural barriers in Uiia municipal hospi- 
tal setting, thii current sample of pa- 
tients seems to be receiving compara- 
ble services in health education and 
health cai maintenance and some- 
what more service in acute illness 
care. However, as might be expected 
from s compariaon of a general popula- 
tion of children with chronic illness and 
the population in comprehensively or- 
ganized climes, the patients in this 
sample have been receiving less coo^ 
dination and support. In gene.-al, the 
similarity of the gaps in care is striking 
and suggests that the earher findings 
may begeneralizable. 

The fact that family and friends pro- 
vide a significant amount of advice is 
an important issue that ia often ovei^ 
looked by health professionals. While 
family and friends are no doubt the 
best providers of emotional and social 
support, questions can be raised about 
the adequacy of their knov/lcdge as the 
sole basis for advice. Specialized prog* 
nostic and referral information may 
not be available to them unless they 
are included in discussions with pro- 
fessional personnel in the health care 
provision fystem. 

One might question whether a re- 
liance on nonprofessional socis.1 sup- 



port structures is s reflection of s lack 
of contact with the health care system. 
However, this wnpU of patients had 
close recent contact with medical care: 
73% had been hospitalised within the 
laat six months, and most had been 
seen within the two weeks before the 
interview. Moreover, 76% of the moth- 
ers reported that th^ had access to 
the chikl% health care prcvlders by 
telephone. Still, these mothers pe^ 
ceived thst many of their concema 
were addressed solely by nonprofes- 
sional sources. 

The fact that respondents who 
named a provider also perceived that 
someone listened to their concerns or 
gave advice suggests s relationship 
between these aspects of care and the 
personalization of services. This poses 
questiora about the overall opportuni- 
ties for families to raise issues within 
the health care system, as well as the 
skills of Men in listening and re- 
spondinf, .ler et al* reported that 
chronic illness and psychosocial iasues 
are among the most difficu't and anx- 
iety-producing areas for house staff 
and are also the leaat improved during 
the internship Pediatricians fre- 
quently cite the desirability of deliver- 
ing comprehensive services to children 
with fhronic illness; nonetheless, 
there still eeems to be room for consid- 
erable improvement in the training of 
pediatricians to perform these func- 
tions and meet the needs of families. 

It is important to consider the rela- 
tionship between the lack certain 
types of help and expressions of need of 
parenU The daU suggest that the 
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provition ot toroe types of help, le, 
explwutions of illneu, m«y eliminitc 
the peiteived need for more help of 
thit type, while the provUlon of other 
types of help may increwe the need for 
further type* of auUtance, ie. advice 
tbout the future and ipedaJ program*, 
and, finally, may not influence the de- 
gree of derire for other lypei of help in 
any way, ie, health care maintenance. 
These findinp suggest that fears of 
delivery of aervices, leading only to 
more demands for services, are not 
well founded. 

The observation that children with 
the most severe conditions arc more 
likely to have received a variety of 
services than those with less severe 
conditions conform to clinical expecta* 
tiona. However, these findings should 
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not lead to complacency. Sizable seg* 
menu of even those children with the 
most severe conditions are not receiv 
Ing care in many of the areas of the- 
orized needs. Moreover, in view of con* 
cemi about the perceived vulnerabil- 
ity of children with minor or put ill* 
nesses" and the potsibility that diil- 
dren with mar^ illness'* are at risk 
(br psychosocial sequelae, there is rea> 
son for concern about the lack of serv- 
ices received by those diildren with 
leu severe illnesaes who are perhaps 
in u much or noore need for lonte 
services than children with the most 
severe illnesses. 

The main conclusion is that children 
with a wide variety of conditions do not 
receive services in all the areu of 
importance. Moreover, in this series, 
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u in earlier reporU, there wu a sig« 
niflcant dUferential in the provision of 
strictly defined medical services and 
supportive services. If comprehensive 
care U needed by tU famUy with a 
child with chronic Ulneu and nonbio- 
logic fjtctors Influence health out- 
comes, better waya must be found to 
jnovide broader and more effective 
services for children with chtoric Ul- 
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May 2, 1985 



Honorable George Miller» Chairman 

Select Committee on Children, Youth, 

and Families 

385 House Office Building Annex 2 

Washington, D. C. 10515 

Dear Congressman Miller; 

»e appreciate the opportunity to submit written 
testimony for the record of the Select Committee's hearing. 
Families with Disabled Children: Issues for the Eighties. 

. . "^^IJ^VY^*^ article summarizes the findings of a 
study. -Public Policies Aff ting Chronically In Children 
and Their Families,- that h«s been underway at Vanderbilt 
University since mid-1980. Our study deals with the 
neglected needs of children with severe chronic illnesses 
such as cystic fibrosis, hemophilia, leukemia, and heaft 



»• believe that fresh attention to chronically ill 
Children and their families from policymakera and 
professionals in health, education, and health care 
financing is timely for at least two reasons. p-pst 
hh^ir!''^^?^'"*"''" ^" medical technology meon that many of 
these Children, who died young xn earlier years, now survive 
ih« ^^^'^ " increasing proportion of 

the population in health csre services and schools. Second, 
children with severe chronic illnesses use a large portion 
of the resources spent on health care of all children 
Chronic conditions account for one-third of hospital days 
used by all children, and the cost of care of children with 
severe chronic ..ealth conditions is triple the average cost 
tL^e h°,/ children. In spite of the heavy burdens 

these children and families carry, their increased 
healti*"'** the high cost of their care, the policies of 

h!!i^h institutions, schools, social service and mental 

health agencies, insurance companies, and other large 
organizations have not kept pace with the needs of 
chronically ill children and their families 
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Tho Vand«rbilt study prt8«nt8 findings and 
recommendations concerning policies in four areas: 
organization and financing of health services, chronically 
ill children in schools, training of professionals, and 
research. H« would be pleased to provide additional 
information on these topics. 

Thank you very much for your interest in families with 
chronically ill children, and for your leadership in helping 
to focus public attention on them. 




Senior Research Associate 



JMP/mdw 
enclosure 
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S/teciaJ Repor: 



Chronically 111 Children in America 



Background 
Significance of rhe Problem 

Chtldten who iufFcr from severe, chronic illness ate 
« neglected group m our society Their sufreting, the 
Keavy burdens they «nd their families bear, the human 
resources lost to us all ate matters latgely unknown to 
the genetal public Chronically ill childten live out 
their lives in a twilight zone of public understanding 
As a consequence, our nation, ordinarily atientivc to 
problems of children and famili«. has lagged m its te- 
sponse to the urgent needs of childten wiili ditonn 
Illnesses 

Eleven diseases representative of the severe cliron.c 
Illnesses of childhood have been examined closely ju. 
venile-onset diabetes, muscular dysttophy. cystic fi. 
brosis. spina bifida, sickle cell anemia, congenital 
hean disease, chronic kidney disease, hemophilia, leu. 
kemia, deft palate, and severe asthma. The eleven 
conditions serve as "marker" diseases, that is, they 
hive charactcristia that make them reptcsentative of 
the total tange of such illnesses. Consideted sepa- 
rately, each disease is relatively rare and occuts in a 
wtull percentage of the childhood popuUiion Taken 
til together, however, perhaps a million children are 
severely involved and anothet nine million have less 
Jcverc chronic illnesses. In considering a million chiU 
drcn with severe chronic illnesses, we also refer indi* 
rectly to at least three million family members bur. 
dcned vtth caring responsibilities, affeaed by anxiety 
md sometimes by guilt, strapped by unpredicted ex- 
penses and possibly economic rum. and facing an un- 
certain future that often includes the premacure death 
of the child. 

Chronically 111 Children as a Class 

Chronically ill children can l>e considered as a class 
for the purpose of organizing services and allocating 
resources The special needs of severely and chronically 
ill children and their families cannot efficiently and ef. 



fectively be met simply by extending to this gtoup 
policies that arc efficient for children with routine ill* 
nesses. with acute ot even fatal illnesses, with stable 
handicapping conditions (such as mental retardation), 
or with mild chronic illnesses such as allergies. tran« 
sient asthma, and minor gastrointestinal problems. 

For several reasons, there has been » tendency to re- 
gard each chtontc illness separately. Among the rea- 
sons ate the physiological diversity of ihc diseases, the 
vatiation m the expected length of life, and the diver- 
$«y of treatments A result is that each disease has its 
cotps of specialists, its affiliation with specialty 
clinical centers, its advocacy group, and its champions 
in the Congtess and state legislatures, each competing 
with the Other for scarce funds. 

From a policy perspective, however, the diseases 
have more in common with each other than they do 
with other illnesseJ of childhood. We emphasire that 
not always, but in general, severe chronic tllnesses of 
childhood share the following charaaeristia. Most of 
the diseases are costly to treat * rect medical treat- 
ment costs, including hospiia..^«tK)n, may run high, 
ind long.terni care may be costly, too: blood and 
blood products, insulin, sytingei. specitl dieo. drugs, 
orthopedic devices, transporution. long disctnce tele, 
phone calls, oxygen, control of environmental tem- 
perature, glasses, hearing aids, special schooling, and 
nursing cate provided professionally or by family 
membets and fnends Most of the diseases require care 
over an extended period of time; thus costs mount 
steadily. In acute diseases, costs may be high but for a 
^ort period. By contrast, severe chronic illnesses have 
both periods of brief high cosr^ plus the continuing 
costs, never low. for a long period of time. The costs 
of these diseases may be so gteat that a family can be 
made bankrupt, insurance may be impossible to ob- 
t*in. and employment opportunities for parents and 
familj' memlws may br xeveitly curtailed. 

Most of ihe diseases require only intermittent medi- 
cal care, at the nme of diagnosis and the establish- 
ment of a treatment regime, at subsequent routine 
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/\bot4i the Report , . . 

COSSl KVA I IVi otirutti injitait iImii ««f «// 
iiM (hilJrfn and tttn-agm h,if a uttrt tbtoiiu 

liintti ^t^^pi /«♦ *^ 
Mnwiif or <//i#rd^ The burjtm on (hilJrtit u itb 

mrre. hnt'if^ iHntna 0"^ '^^^ 

T9 cxamtnc that prtAlmi. a mcjor tnitmtamn uus 
undtriaktnst VsnJtrbih Umntnny Tht pro;ta. 
"PmHk Poluia j4fK'tig Chroftually ill ChilJrtn and 
ihtir Psmilia," was ifHiattd in July, 1980 Tht 
pnftei addmttd thct broad quamm what art the pcl^ 
icy-rtttvamt meeds f>f chronicalty ill (hildrtn and their 
famities, and what art the major nhuai, pelitual. and 
economufwti thai shape these programs' ^has mi^hi 
be dontse make extsnnx fiot'Ces work, and what new 
pciifia mithi be dex*topeJ for a reasonable, mource-eon- 
iirained, pubtu response to the needs ef (hronually ill 
(hildren and their fsmilia ' 

The prt/tct selected / / ip«tf^ ^"f^f^ disorders 
to examine (losely /utrntle diabesa. muscular dystro- 
phy, cysiK fibrosis, spina btfda. stckle-eeU anemtt.. (on- 
genital hutn diseases, fhronte kidney diseases, hemo- 
philia, leukemia, (left palate and asih»u Ihese a>e 
intended to represent the mde turtety of (hrunn dM- 



hi^nl ///«<!»<' / I** ^tuil) -//»'. examined existing and 
pf^»,iul puhlu puigmm tlkit 4iffni these (hildren. in* 
duJiHg I tile V/\ '//Ar \iKiul Snurtty Ar/, the Edn- 
taiion for All ttanduuppeJ Children Act of 1975, the 
OeteUpmeni.dlj Disabled A(t of 1975 mnd Amend* 
menu of ITH. <tnd the Maternal and Child Health 
Block Oram 

Tlx Mud) h,id the heneftt of seitrai advisory and (On- 
sultatttr groKps. indndtng a National Advisory Com* 
mttsee. a tonsmium of researchers doing tmp'tricat work 
on (hrom( (htldhood illnesses, a WashtngfyM-Used fed* 
eral tnseragemy pand, a group of nattonsl dtsease-ori* 
ented I'oluntary assoctaStons, and an infcrmal group ef 
parents of (hro^Kally til (hildren. In addition, approx* 
imately '40 papers urre (ommisstoned from experts on a 
utde variety of topKs. tmluding specific dtsorden, pro- 
fessional servKes. prevention, the history and (nrrent 
status of publK and prttvte programs, and financing of 
health (are for (hrtnually til (hildren. 

The otrrall goal ef the project urns to develop spoctfi* 
(attons fo a national policy respomtve 'o the needs of 
(hronn.dl) til (hildren and shetr families. While the 
projeci addressed ^nrrent federal and ttate government 
initiainri in prtmtr) vantage petnt permits a long* 
lerm pet \p» till 



chfcki. and m pcnotii ol tni.i Thui the daily bur.kn 
of care, day after day. week aftrr week, year iftcr y(ir. 
falls on thr family Our ioaety ii organired tu take 
care of many kindi of handicapped people, young and 
old. but not the chronicaily dl child Formal rwourcei 
for the daily out^f.hojpital care of luch children are 
almost nonexistent 

The future course of all the diicasM ts highly unpre- 
dictablc. The uncertainty thus generated creacci gteit 
psychological problems for the child and hcs family 
Moit of the dije*s« arc »ccomp»nied by pain and dis- 
comfort, lometimei beyond appreciation by the nor- 
mal individual Furthermore, mo«t of the diteues re- 
quire trtttmcnti that in themielvci arc arduous, often 
painful 

The intcgra:ion of medical care, not normally a 
problem, takes on sei.out proportions ^^hen wvcre ard 
chronic illnets of children is involved The intcg.-at.on 
of primary, secondary, and tertiary care is essentially 
fwncxisfnt Primary care physicians uncommonly see 
a child with each of the marker diseases There may be 
difficulties in early identification and referral, m al- 
location of responsibility for continuing care, and fur 
coordination among health providers and sch<x)ls 

Some states provide treatment for sickle cell disease, 
some do not. some provide treatment for the com- 
plications of diabetes, others do nut. thus riMuiring 
parents »ho are fortunate enough to be informed to 



(nove tu ,uinrminiiK% wlure there are tertiary care 
ttntas or to stales that have policies providing as- 
sistance to children with particular diseases And our 
nation as a whole Simply does not provide, at a cost 
manageable by most parents, the resources it takes to 
treat a child with a severe chronic illness. 

Advances m Health C*rc afwJ Public Progrtms 

Dramatic progress has been made in preventing 
some diseases, m bringing others under at least • 
measure of control, and in actually cunng some chil- 
dren with certain diseases that were formerly inca- 
pacitating or lethal Much of the progress ha* wulred 
from research leading to new knowledge and from 
technological developments leading to improved treat- 
ment tcchn.ques 

Ewmples of achievements in acquiring knowledge 
and then in putting that knowledge to work through 
enlightened public policies are. the diKovery in 1922 
of insulin, enabling the control of juvenile diabetes, 
research at mid-century leading almost to the elimma- 
t.on of three ma|or disabling conditions of child- 
hood— poliomyelitis, tuberculosis, and rheumatic 
heart disease, p-ogress withm the last two decades in 
treitioK renal disease through transplants and dialySiS, 
development of surgical techniques to alleviate some 
heirt umditions and neural tube defetts. advances m 
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ihc trraiiiK'nt of Icukcmu uith thcmical and rjuliaiiun 
thcrapm. irratmcnt of hemophilia with the dcvchip- 
mcni of crjrDprccipitacc. dcvclopmcnc of means to dc- 
icci various fetal anomalicj m nftro making caily mrcr- 
vcniion possible, and ncnccic cypmg and coonsclinis 
which can improve family planning and reduce chc in- 
cidence of some chronic illn«$« of childhood 

The scieniific and clinical achi'^mencs have brrn 
paralleled m many instances by the development of so- 
cial firociufc* They iiKlude the csitblishment of the 
Crippled Chi Idren f Service in 1955: mandatory im. 
munixation against poliomyelitis and ochcr childhood 
illnesses including public expenditures to insure avail, 
ability, reimbursement for health care for children 
through Medicaid, Supplemental Security Income Dis. 
abled Children's Program, and Medicare (for end stage 
renal disease treatment), the Developmental Dis- 
abilities Program, extended in the later 1970 s to in- 
elude children with severe and chronic illnesses: Pub. 
lie Law 94-142. the EduCatmn for All Handicapped 
Children's Act, which includes chronically ill childre.i 
in us definition of handicapped children, basic bio- 
medical research on severe chronic childhood illnesses 
through (he National Instituies of Health, and regis- 
ters to determine correlations l^tween envinminental 
hazards and birth defects and chronic illnesses 

ChroniCiiy and Severity. Definitions 

A general definition of chronic illness is a condition 
which interferes with daily functioning for greater 
than three months in a year, causes hospitalization of 
more than one month in a year, or (ac cime of diag- 
nosis) IS likely CO do so. 

While the meaning of chronica y can be rather read- 
ily agreed upon, defining snmty is a much more com- 
plex matter. There are simply no good reference points 
(hat find ready acceptance. For some of the chronic ill- 
nesses here considered, there is a strong inclination 
•mong physicians to refuse to mess severity at all, at 
least not on a physiological basis. For example, either 
a child has juvenile-onset diabetes or he hasn't, and 
how well he may be getting along at any particular 
time IS more a reflection of the quality of care and 
compliance rather than c'' seventy. 

For the purposes of this inquiry into public policies 
affecting chronically ill children and iheir families, we 
advance five criteria to assess the seventy of impact of 
an illness, in addition to available criteria of phys- 
iologic seventy: 

♦ The illness places a large financial burden on the 
family For the diseases considered here, out of-pocket 
medical cost may exceed len |yrcent of family income 
after taxes. 

• Tlie illness Significantly resi.icts the child s phys- 
ical development Many of the children here consid- 



ereil uill Ik ucII l»chnA itcmnal hcif;ht and weight as 
the result of the illness. 

• The illness significantly impairs the ability of the 
child to engage m accustomed and expecced activities. 

• The illness contributes significantly to emotional 
problems for the child as expressed m maladaptive 
coping straiegies, 

• The illness contributes significantly to che disrup- 
tion of family life as evidenced, for example, in in- 
creased marital friction and sibling behavior disorders 

Defining chronicity and severity on a generic basis 
10 serve public policy purposes is hazardous. The defi- 
nitions we propose emphasize the social impacts of the 
diseases in an effort to broaden rhe conventional dis. 
ease-oriented definitions Perhaps most important in 
considenng severity is the recognition that these crite- 
ria identify very different groups of children and fami- 
lies Children with the most physically debilitating ar- 
thritis, for example, may have far less emotional 
problems from the illness than have children with 
milder diseases 

The Epidemiology of Chronic ChildhiKxl Illness 

The dramatic medical advances of the past few dec- 
ades have meant that many children who would have 
died previously nf their chronic illnesses now survive 
to young adulthood For almost all childhood ill- 
nesses, there is little evidence of changing incidence — 
that IS, the number of new cases appearing m a popu- 
lation of stable size. Furthermore, there is evidence 
that most potential gams in longevity have already oc- 
curred. Thus, the number of children with chronic ill- 
nesses IS presently mainly dependent on the number of 
new children in the population; and with a stable 
(rather than growing) child population, the number* 
of children with chronic illnesses will also be snble. 

About 10-13% of the childhood population has a 
chronic illnes;. Among chronically ||| childien, about 
10% (or 1-2% of the total childhood population) have 
;f«fiT chronic illnesses. With the marked decline in 
morbidity and mortality from infectious diseases 
among children, and with the increasing survival of 
children with sevcie chronic liinesses, the 1-2% have 
become a much larger part of pediatric practice. 

The Organization, Costs and Financing of Health 
Services for Chronically 111 Children 

Organization of Services 

Diversity and fragmentation characterize the organi- 
zation of services for chronically ill children. There is 
iiemendous variation m the care umities receive, 
based on s'ich characteristics as the interest of the spe* 
Ciahsts in an academic center, the urban or rural 
nature of the community, and the organization of gov- 
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cfiincniil JcrMtCJ. cipccially ( rippkii ( liiUlrtn s 
.ScfMtc\ In sonic arui, j hnud >jrK'i> nl Uinil iu|) 
\Mttt icrvKcs arc JVJilalilr. in f)tlKr%. jnjiIjMc ictmccs 
air hrnitcti m mnitcal jmi surgtcjl tnicrvmtMmi 

lainiitrs often identify t:rcai frmirjnon fr<im the 
Irj^niriitafion »f services They may vx one or umfc 
sptctalists a distance from their home, among the spe* 
ciahsis. there may be disagreement about plans for the 
child Especially for children with multiple handicaps, 
arrjnging to be Monday mnrnirig in the cardioltigy 
clinic. Tuesday afternoon in the neurology clinic, and 
<m Thursday, in the orthopedut's office becomes itself 
a ma|or management problem 

Despite greater avadability. access to adequate spe- 
cialty nnedic<l services is a problem in some com- 
munities Most chrnnic comlitinns of childhood are 
rare and thus community pediatricians and other pri- 
mary providers, despite the quality of their traming. 
may have iittle recent experience with an unusual ma- 
lignancy, severe renal disease, or hemophilia in their 
practice Similarly, despite the quality of nursing 
itafT. the hospital with |ust a few hundred deliveries 
per year will have very little experience with condi- 
tions which occur in perhaps I in 10,000 live births 
Not only may identilicition be a complev issue, hut 
referral may be a p ruble in ■i\ »ell 

Access to nonmcdual urMCes ii highly variable 
Vjine communities injv luvc excellent, corn pre licniive 
pr<igrams for children with >|H:cific health piiiblerns. 
luch as the comprehensive hemophilia centers in some 
areas In other locales primary care providers offer co- 
ordinarion which assures the availability of a broad 
range of nonmedical services to families of children 
with chronic illnesses The emphasis on medical and 
surgical care, to the neglect of other services for fimi- 
Itcs, ctn have a great impact on a child's developnnent 
aiMl functional abilities, As an example, a child under, 
going corrective cardiovascular surgery needs attention 
not only to his medical and surgical care but also to 
his schooling What can be doiv: to dimmish his fall- 
ing behind his classnwtes; what plans should be made 
for his activity when he returns to school; are home- 
bound teKhers appropriate for a period of time' 

Such servtcrs can be provided m many w*ys Yet 
the fundanwntal problem in providing many of them 
IS the lack of reimburKment for the services Genetic 
counseling, as an example, u often dependent upon 
federal research or service support, and with cyclical 
variations in the support, genetic services may come 
and go in a rel»f«vely hrief period of time 

Costs of Care 

For mmi chihlren in tlir Uiiitcil StJies. health <jre 
umj are small Averjj;e y».jrl> hcjlth ex|>cn(i.iures f«>r 
children not hvtn>» in mstiiuuoni wcie iinl> i2M 07 



Ml I97H Hiis J\erjgc hgurc, however, disguues 4 dis« 
tribiiiioii thjt i\ extrjnrdiiiJiril> jkewe>l Mi«t children 
incur mm I mil liejith cjrc cx|hii«:s. rcUtivciy few re« 
quire cJrc that coits jn en<irrniKij jniount lor exam* 
pie. only ^ 4 (Krcciit of inrsons umler 17. inary tif 
whom were ehrorieally ill. wetc hospitaliied one or 
more times in 1978 at an average cost of $1,920 The 
rest of the childhiiod jwpulation had mi hospital cx« 
penditutes at all There are also many chron-'ally ill 
children iii the 2 |>ereent of the natioo's population 
that uses over 60 percent of all inpatient resources 
each year 

The typical pattern of a high-cim childhood chronic 
illness involves a series of out-patient treatments and 
hinpitaliiationj over rniny years together with routine 
daily home-care iir self-care procedures This pattern 
generates many obvious medical costs, for hospital and 
physicians, medications, lab and X ray services, and 
often for such services as physical therapy or social 
work Many costs noi easily categoriied or a5Se»>ed are 
also generated, these include transportation costs, ex- 
tra telephone costs, costs associated with time lost 
fro-n work or school (often referred to as lost oppor- 
tunity costs), costs for S|KCiaI diets, and emotional 
costs asscKiated with increased worry and stress within 
the family l-or each illness the specific medical and 
social cimrttonal ciists will differ, hut fur aUnost every 
lamily. Mx ty|Ks ol lost will Ix major factors in the 
hnancial picture 

Though chronically ill children represent a segment 
for society for which health care costs are dispropor- 
tionately high, information available on the cosii and 
financing of services for these children is sparse For 
example, no studies are available to enable com. 
parisons across many illnesses and that also take ac. 
count of the wide range of ftmily needs related co the 
illncsj Instead, mosr stcdies focus on specific illftewi 
and generally on medical services, excluding other 
services equally relevant to care but often delivered 
outside of medical settings 

Financing of Care 

The system for financing health care in this country 
IS a potpourri of federal programs, state programs, and 
private insurance arrangements The complexity of the 
system is particularly frustrating for parents with a 
child whose existence is dependent both on specialixed 
medical procedures and on general health services 
While most chrnnically ill children have large por- 
tion of their medical Care supported by some third- 
party arrangement, there remain large gaps m cover- 
age Hor some families these gaps can be financially 
ruinous We present Ik'ow a discussion ol the six prt* 
inary sources of pjyment lor health cjre (broadly 
defined) of children *ith ehroriic illness private in- 
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Mii.«iii( ttnnpjnirs «.li)cj)c-i>ricncc(l voluiiurv jsso 
.ifitios M((ii(aitl. Crippled ( hiMrcn Service 

pro>:rjiiu (( ( S) sjHiul uatc pro^rain^. and om-of 
(HKktf inonus 

• Frttvte :halih Lart Uturmnrt Apprnximacely 7^ 
|>er(cnt of the nacion'j children ace covered by tome 
form (it privjcc insurance Moic chddrcn (68 percent 
of all (hildren) receive benefics under group planj, 
usually covered as dependents of employed parents 
riicy |:cncral figures might suggest that most uf the 
nation s children are adequately protected A closer 
look, howevr. reveals seven' major shorccomings of 
ptivatc health care insurance. panicuUrly m relation 
to chronically ill children. 

Firsf. private health care insurance is actually medi- 
cal care insurance Private plans are designed to cover 
hosH'ial and physician costs, some lab and drug costs, 
and a few additional services They do not cover many 
costs that families with a chronically ill child will gen- 
erate, including costs of transportatic , home rcoova- 
iions. compensation for time lost from work by par- 
ents, custodial Care, or counseling 

A second serious drawback of private health care in- 
surance involves the various exclusions embedded in 
most plans 

Ptrlijps the most tiniwrtant limitation of private 
licjlth tjre insurance is simply the fact that it d(K-s not 
t<ntr mjny Americans, it especially docs nut tover 
children who have limitations in activity and who live 
in families whose income is below the poveny line Of 
these children (numbering about a million), only 17,5 
percent are covered by private infurance. The rest arc 
cither uninsured or covered u.ider public programs 
Fuahermorc. the number of children. chrooicaJly ill 
included, who are not covered by private insurance 
tends to increase substantiaJly during pcnodt of high 
unemployment, when families lose coverage under 
group plans and cannoc »Botti the coccly pftmtuim of 
an individual plan. 

• fAtdtuid, The largest health care financing pro. 
gr»m chat involves children is the Medicaid program, 
ilso known as Title XIX of the Social Security Act. 
(Medicare involves « larger number of dollars but 
touches only a small group of children, those with 
end-stage renal disease ) Jointly funded by federal and 
state govemmencs. Medicaid requites all stares co pay 
for cenain services for low income families and allows 
states to pay for any of an additional 27 Kfvices. Eli- 
gibility requirements, m many states, are tied to the 
nation's ma|Or welfare program, the Aid to Families 
with Dependcni Children (AFDC) Program In thtse 
states, to be eligible for Medicaid, a family must fitst 
be enrolled in the AFIXJ proj;ram 

Some states have cici ted the 'rtcdically needy op- 
nun. an iinp<Ktani one for chriimcally ill children 



Umkr till) .>pti n laimiio >Mth dc|Kn»lent (intdrcn 
«>r With iMic absent, unemplnyol. oi mcapacitaKxl jur- 
tilt tan (juatily lor Mcdujtd cvtn it the family uuonx 
IS alKive the Medicaid cutolf pi>int. but «>nly if thr 
family's mtomc fa!ls l>cli>w the tufoff (xiint when 
medical expenses ate subtracted f^^vcn m states that 
offer this option. aciu;il implementation has been 
spotty 

Many chronically ill and disabled children living in 
low income families are not eligible for Medicaid For- 
ty ;7?rce.it of all the nation s disabled thildren m pov- 
erty are not eligible for Medicaid Twenty-two states 
have Medicaid programs that cover at least half of the 
low income handicappec' children; 27 state Medicaid 
ptograms do not cover even half of this population If 
1 low-income chronically ill or handicapped child is 
eligible for Medicaid, it is likely that the program will 
pay for only jome of the services that he or she will 
need 

• Cfxppttd ChxUren'i Sfrvtct (CCS) The CCS pro* 
^ram started in 1935 and was the only major public 
source of support for the care of lou -income chron- 
ically ill children until the early 1960s, when Medi- 
caid and a variety of Categcrital programs began The 
original legislation established federal ;;rants for states 
chat states would then match 

In August 1981. Congress tstaMishnl the Mattrnal 
and Child Health Bltitls Grant and m so doing re- 
moved all fcdcr*! statutory requirements for a state 
CCS agency In most states. CCS agencies continue to 
exist because of state legislation but they all have sub> 
stant tally less federal monies (although not necesurily 
less state monies). In these stives, the CCS program 
still plays a major role in the care of chronically ill 
children, It sets <nd disseminates f.andards of care, 
provides foi i fairly broad set of services, and covers 
children from a wide range of income levels. At its 
best, the CCS program represents an arena in which 
both the organization aiuf the financing of care merge. 
It IS the only broad*based child health program to 
have influence over both s.des of the child health care 

COiR. 

The CCS programs have p/ovided much care to 
many children with chronic illnesses About 1280 
million dollar* were spent.by CCS agencies in 1979. of 
this amount. 31 percent ($86 million) were federal 
monies CCS programs served about a million children 
in 1979. Data from a recent survey 'how that in 
1980. state CCS programs served 0 9 1 percent of the 
nation's children, compared to 0 H percent m 1948 

- Dnesie OrxenttJ V^A. try Atifiaatio^t Almost 
every childhood chromt mness !jas an associated ad- 
vocacy group The ori/;in. Kope and available rc^)urc> 
es of these organizations vary widely For example, the 
MuKular Dystrophy Ass<Kiatiun spent 556 6 million 
in 1979, the Cystic Fibrosis Foundation spent 511 6 
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inillHi" in tlic !nikcmM S<Kict> K millii>n m 

Ilic\« or^aniiatiouj 4lso 4lhk4tt ^ trying amounts oJ 
inonc> n> medical scivitrj pantut cdvitation .md 
training Aj a whole, they tend to pay for jervicej that 
are n<»i rct.nbursable within the usual Jyjtem of care, 
such aj Jpecia! prostheses, recieational activities. Of 
trans|>ort4tion There is little specific information 
availahlc re/jafding how many children are served or 
how much II spent (Kr child hy the voluntary founda« 
tions 

Pethaps the most important rnle that they play, 
however, tl one of advocate In the past they have sup. 
ported state CCS programs, often persuading state leg- 
islatures to spare the CCS program For this reason, 
these organizations may be crucial actors over the next 
few years, as state legislatures exercise the freedoms 
given to them by the Maternal and Child Health 
Block Giant On the national level, they have often 
played a Critical role in supporting Federal research ex- 
penditures in their areas of interest. 

♦ Out'o/'fwkft exptnditurti Regardless of the type 
ard extent of coverage that parents may have for their 
chronically til child, out-of-pocket expenditures can be 
high and unpredictable Families with a child with 
asthma spent an average of W percent of family m- 
come on medica' cosis In a survey in IV>80, the Cystic 
hihiosis Foundation found that 2(1 |Krtent <if the re- 
spondents reported oui-of-(«>cket costs greater th^n Jd 
peicent of family intomc, more than half the rC' 
spondents said that these .xpenses were greater than 
10 percent of family income. A study of families with 
childn . with spina bifida revealed that the average 
out-of-pocket expcr^srt were 12 percent of the family 
income When income loss and nonmedical costs were 
included, out-of.pocket expenses were 25 percent of 
family iiKome 

* Sptcuil tute pr»grams. Prior to the introduction of 
the Matenul and Child Health Block Grant, the fed- 
eral government had a series of categorical grants to 
states foe child health programs, several of which re- 
lated direaly to chronically ill children. THe Hemo- 
phiha Treatment Center pro)ects and the Genetic Dis- 
ease programs are two examples. Although the moniea 
involved in these programs tended to be small, they 
often provided important seed of ancillary money for 
state-initiated model programs. In 1980, state hemo- 
philia centers, designed to provide comprehensive care 
to patierts living in an identified region, ipent almost 
S8 million In fiscal year 1979, rhe federal govern- 
ment appropriated $117 million to the Genetic Dis. 
ease Program 

These federal programs do not exist as independent 
programs any longer but chere are many state pro- 
grams, offspring of the federal initiatives, that are 
continuing in addition, several diseases have issoci- 



atrti state -iiutiatcil programs There arc. for example, 
cystic fthiosis |)n»gr4in\ o|X'rating in several staifS, de- 
veUiped usually from jid\<KJit> elforts sptjrhejded hy 
l<Kal chapters of thi ( ystit l ilirmiN I iKindjtu>n There 
are few data on any oi these state-hased categorical 
programs, or <in the number <)l children and familtes 
that rhey >erve Yet m some states ihe>' represent an 
important, allKit small, source of suppoti for health 
Care of chronically ill children 

Principles for Public Policy 

Policy concerning chronically ill children should ad. 
dress the gaps between the S|>ecial needs of the chih 
dren and their families and the characteristics of the 
health care system Tlie pr0|cct has identified certain 
basic principles which should underlie policy, re- 
gardless of specific organizational and program charac- 
teristics. 

• Children with chrome illnesses and their families 
have special l^ecds which merit attention, beyond that 
provided to the health needs of able-bodied children- 
Improvements in health service* in general will im- 
prove the lot of chronically ill children, and policy de» 
velopment for chronic childhood illness should be in. 
tcgrated with other developments in national child 
health polity N<»ntthtlrt>. the s|y%ul needs coni'non 
to most chiSilrtn MUth throiiu iinpjiirment «ill ton- 
rinue to nceJsiKiial .ittcntiiin in puhlu |xiliC) 

• Families have tlu tcntr^l role m caring for their 
own members and tl»e goal of policy should be to en. 
able families to carry out their responsibilities to nur- 
ture ( cir children an<l encourage their most effective 
deve ^ment 

^ices should be distributed in an equitable and 
,ust ^hion, specifically excluding from the distribu- 
tion formula such nonfunctional charactenstiO as race, 
lex, and socioeccmomic class. 

• Policy should ensure that a broad urty of service* 
available to families with chronically ill childrer>— 

beyond the usual medical- surgical or health services. 

• Policy should encourage pcofrssional services of a 
highly ethical nature. Key element* include truth tell- 
ing, confidentiality, maintenance of dignity and re- 
spect for family preference, professionals' recognition 
of limits of theif own effectiveness, and emphasis on 
collaboration 

• Chronically ill children should sray on task in 
Khool to the greatest degree possible. Schooling is the 
main occupation of young people, and the in erference 
of illness and its treaiment with educational Ktivities 
should be diminished 

• The public commitment to sound basic research 
has resulted in tremendous advances m the health of 
chronically ill children. Policy should encourage the 
continuation and expansion not only of biological re- 
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•cifCh, buc alto of psychological, biosocial, and hcalch 
lervicei rcicarch related co chrome illness m child- 
hood 

Issues 10 be Conjtdercd for Change in Existing 
Policies and Programs 

Issues: Organization ofServtces 

• The spcciahution that hAS improved the medical 
outcomes for chronically ill children has resulted, 
ironically, in fragmentation of n:>edical services The 
lack of coordirution of services, not normally a prob- 
lem in the care of children with acute illnewes, takes 
on serious proportions when there » severe chronic ill- 
ness. 

• The diverse providers who treat an individuil 
child infrequently cootdintie their efforts. Caregiver 
miy change over the long haul of the illness ind its 
often complex treatment. Familses often lack support- 
ive counseling in the care a^d minagement of the 
child with chrontr illness. 

• Public programs such u those supported by the 
Crippled Children's Service, Medictid, and the fedeni 
research agencies, provide many essential services to 
chronicilly ill children. Yet they often fevor the provi* 
sion of high technology services (usually at high cost) 
»nd neglect relatively the broad base of services necdcxl 
to maximize child functioning and family potential 

Issues: Costs and Financing of Services 

• Children with chronic conditions, particularly 
those with functional disabilities, require much great, 
er than average use of bospitti and ambulatoty care. In 
1977, chronic conditions accounted for 36 percenr of 
total hospital days for all children less than age IS m 
the United States. Similarly children limited in ac- 
civity had greatly increased use of hospitals and visited 
the doctor more than twice u much u other chtt>n> 
kally ill children. 

• Public programs accouat for half of all expendi- 
ture* for the care of chronically disabled and chron- 
ically ill children Qearly the combined effect of si . 
multaneous reduaions in these prognms — Medicaid. 
Medicare and the Maternal and Child He/.lth Block 
Grant (Crippled Children's Service>— is very serious 
for chronically til children. 

• The distribution of payment for the medical cart 
of chronically ill children is capricious. There is great 
vimbility of financial coverage by income, condition. 
comity, type of services and geography The gaps m 
coverage are of several types. 

— Gaps in benefits Miny programs fail to reim- 
burse for services used frequently by chronically 
ill children— iransportiiion, social services, home 
care materials, and genetic counseliiig 
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—Gaps in populations covered. 10% of all chiN 
dren with functional limitations have no insur* 
ance, public or private, and 2096 of low income 
children with functional limitations are unin> 
sured. 

—Gaps in public programs Medicatd covers only 
2) percent of the disabled child population and 
only about 60 percent of disabled children below 
poverty. State variation in Medicaid eligibility 
and scope of coverage for disabled children is.tre- 
mendous. 

—Urge variations exist between CCS programs in 
numbers of children served, genei Tsity of state 
programs and conditions eligible for treatment. 
The Supplemental Security Income prognm. an> 
other important federal program for the disabled 
population, covers few children; only ^% of SSI 
beneficiartes are children. 

—Gaps in pnvate programs. The role of private 
volunrary health associations in financing care for 
disabled children is limited to "insurors of last re- 
sort " 

• Many of the nation's children are ixk covered by 
private insurance, and chronically ill children are al> 
inosi twice as likely u other children to lack this cov. 
erage While private iniurance does not cover 25% of 
m/i children, it does not cover 40% of JtuM chiU 
dren 

Issues: Schools 

• Education serves a number of important funaions 
in all children's hves, and irs significance for children 
who have special problems cannot be overestimated. 
Miny chronically ill children evidence no unusual 
learning problems but many require medical and 
physical accommodations to parcicipace in acfaool. Un. 
der P.L 94- M2, they need "related senrioet" without 
needing "special education**; yet by defioicioa there 
can be oo related lervtces without special educactoo. 

• Chroaically tU children may need tpectaliMd in. 
struaion (e.g., vocational and career prepamioo, or 
even adaptive physical education, nutrition, and caxe 
of appliances) in addition to instruction in craditional 
academic areas. These needs are considered by many 
teachen and administrators co be outside cbc purview 
^f the public schools. Professional preparation pro- 
grams for handling medical matters in the classroom 
are unavailable for the most part. 

• Teachers' attitudes regarding expecuttons for aca. 
demic achievement by chronically ill children often re- 
suit in exaggerated deference to the medical implica. 
tic.is of a child's handicap. The teacher, the parent, 
and the physician may have different and sometimes 
incompatible goals for a chronically sU child. 

• Development of plans for children with special 
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health nccdt » limitnl t«K» <»(ccn by lallmg ft»f Kfvicc* 
that »tc »v»iUhlc jlrcidy in a Khmil »t«tcm rithcr 
than for MtvK« the ihiUI actu«n> ncttU (Ws to lo- 
cal ctJiKfttion ijtw*". which have auumcil the pm* 
vukr functioni. arc Cited «» a detctfwt to pruviittm of 
a broad nngt of health scnricc* that m«y bt nccilcd 

• A majof eJuCitional problem of chronically til 
childten i» ftequent ot occ»iion»l inietruption in 
school attwdince. from prolonpetl hospitthzation. 
refttlar wttkly creatmentt, or unpredictable three or 
four day ab^e*. Current hoiTH' and hospital school 
programs, often the only means of providing educf 
tiooal services to sick students. »re charKtenxed by 
gteat diversity in roles, resuirements. ind qutlity. 
Rigidity in tbseiKe iwjuirements for eligibility for 
horfte progrvns and bnef of teKher tin»e on a 
weekly basis (moat scttes require only three hours per 
week) illustrate some of the problems. 

• The need for loppoaive services m schoi>l compli- 
cates cducitiooal pUcement »nd programming deci- 
sions for chromcally lii children ServKe needs may m- 
elude special diets (for itudentj with asthma, diibetes. 
or advanced kidney disease). physKtl therapy and spe- 
cial transportation (fot students with rheumatoid ar- 
thritis), specitl physical htndling (for students with 
spina bifida or muKuUr dystrophy), social work »ftd 
litison services. couniclinK. in-schoiil admmistra. 
tion of medicines ami irt-aiincnts such as, tathcictiu- 
tion. 

• Schools have limited hetlth services for all ihil- 
dten. ind few educstion authorities htve developed 
and implemented specific policies ind program health 
standards for children with specitl needs 

• Chronically ill children in school have great need 
for emoctonal support snd opportunities to eapetience 
normtl peer reUtionships Some of the obstacles to 
meeting these needs include: 

—erratic artendance patterns 
— malidapcive social behavior 
—embarrassing side effeas of specific diseases 

^isolation due to equipmer.i needs or geographic 

location. 

• Pcrhtps the most importsnt obstacle is the un- 
availsbility of support for patents in coping with 
chronic illness. 

Issues: Research 

• The drtn.ttic improvements m ihc trestmcnt of 
many chronic illnesses m the past quirfcr century hsve 
in Istge part come »s » result i)f « siinble invesiment 
in basic biomedicsl research, msinly ihmugh ihc Na- 
tional Institutes of Hwlrh 

• Support for hssic biomedical research has 
plaieaued in the ptsi few years. diininishin>: ihe rspid 



grtiwth in new knowledge characteristic of the pre- 
vious tw(i decades. 

• Suppiin for huic research in other disciplines cnt- 
Kat to the needs of families with chronically ill chil- 
dren has been far less generous; mvestment in behav. 
loral sciences research represents » minimal percentage 
of the NIH <fron in chronic illness. Even less support 
has been available in such areas as health services snd 
nursing science research. 

Issues: Tnuning of Providto 

• Most health providers, cegwdlets of discipline, 
have limited experience with chronically ill children 
during training. Miattscians. health pcolfssionaU 
with perhaps the greatest direa experience with child- 
hood illness, are mainly exposed to the acute cnccrba- 
tions of chranic conditions and only occasioaaUy to the 
long-tetm ptoblems and family ss peers of chronic 
childhood illness. . 

• Public health pcactitioners provide kadership of 
aipfM Children's and related programs. Yet their 
training if often divorced from the places where chron- 
ically iU children and their fiuwlies seek health caie. 
The sepatation of public health people from the 
clinical realm has led to some of the fragmentation M 
Kfvices for children and diminished the likelihood of- 
effective publK-private collaboration in program de- 
velopment. 

• Faoilties of key professional schools (e.g.. medi- 
cine, nursing, psychology, social work) ruely include 
members whose academic focus has been the broad 
problems affecting families with chronically ill chil- 
dren. Faculties may include many disease H^*»j^ 
but rarely generalists interested in chronic childhood 
illness, its coordination or £imilf implJcitiona. 

"^iialioicet waa liM^da^ hf i»w 

Md OmU HMldi. VS. Dtpt. «r Hcdch aaJ Hmm* S«rv««^. 
r.cc rf SfMiat tdueaiiMi iU U h ah n i car tn Sc«vio». Py- 
af EdMMW and Che fcobm Waad fu Mafc n a a . TW fUal lyrc. 

pgbhM hr ycmet^ ^ ' fMMmt, San fimcm». Calrf,. 

Hi \m. 



Of. timd St pnm^ t nmtt$ tm mi Of. \ff^ 

swiptyftOtttstAthrttimtmiCdkit^MtAom 

Hf Si^. VsmMttt VamrtMj. HsAmtk. Tim 

fm FMm ^W«y StajM . / Vtmd^ll Ummuty. 
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CHAPTER Jf 



Early Chfldhood 
Intervention Programs 

Donald J. Stedman 

tn 1972. Stcrtttry of Hulth, Educction and Wtlfara Elliott RidMrdton 
commiMionwJ fiw •ducnore' to rcvitw th« tffwtlvmtM of "••riy aduca- 
tioninttrv.ntion"progr«it)i. Oiwof thaprincjp.! concwm which promptMl 
tha study was th« appartnt difficulty of moving small luccwiful, rt:«arch 
programs in:o mora widftpraad practica, a typical problam in Amarican 
•ducation. Spacitl focus, consaquantly, was placad on projactt addratsing 
high risk, praschool-agad chiidran. Tha raviaw indudad a dosa axamina- 
tion of tha rasaardi litaratura. on-sita visits to highly racommandad pro- 
lactt, and axtansiva intarviaws with fourtaan compatant and raspactad 
rasaarchers in tha fiald. 

Tha rasulo of tha survay wara significant bacausa thay indicatad 
rathar dearly, that aducational programs for praschool. handicappad 
diildran-whathar thay ba infants or fiva^earolds-c«» significantly 
improve tha quality of tha child;an's lives. 

In this chapter, tha evidonco which supporu intervention, as well as 
certain problems with present intervention programs. wiU be discusvad. 

Farkw, Random Houi.; Of. PmI Ookaeki, GMf«a PMpody Collw: and Or Nkhol. 
HEWOOS-72.20&. wnoucwo undor contract 

DONALD J. STEDMAN i, A-oelat. 01r*:tor of tha Frank FotSk GrehM. Child 
M« profirtooil lnt««ts include child d«<.lopment and mantit rKtrrfation 
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IN SUPPORT OF INTERVENTION 
The FindirtQ* 

The results of a close examination of more th^ lorty longitudinal «nter* 
vention research programs for high r:sk ch^.^.^ included the following 
major findings: 

1. The manner in which i child is reared and the environment into 
which he <s born have a maior impact on what he will become. 

2. Factors such as race arxJ sex do not appear to be related %o the , 
child's ablity to profit from intervention programs. 

The family's methods of establishing social roles letve little doubt 
that early family environment (parental language styles, attitudes 
toward achievement, parental involvement and coriccrn for the 
child) has a significant impact on the child's development before 
he reaches his second birthday. 

4, In situations where families are so disorganized that they cannot 
supply a supportive enviromrient, an intensive external supportive 
envffonmcni may contribute to the child's development. 

fs) The effects of a stimulating or depriving environrnent appear to 
be most powerful in the early wears of childhood when the most 
rapid growth and dr ilopmem Uke place. The primary locus of 
the child during these early ywrs is the home. Therefore, home- 
based intervention programs or one-to-one teacher-child ratio 
stin^lation activities appear to be the most appropriate and 
effective during this period. 

6. There is evidence that the effects of early intervention programs 
for children are strengthened by th<» involvement of the child's 
parents. 

It is only possible to describe the training conditions that handi- 
cap a child or lead to a child's success in general terms, 

8. T>e socio-economic statu? and entry level 10 of the child bear an 
wce*t?^r. relationship to the child's ability to profit from inter- 
vention. Design problems anri the current st ate of the a rt in 
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mewuremeni render the effect cf these factors difficult to deter- 



mine. 



9. Where access to children can be gamed in the early years, prefer^ 
ably during the language emergent years (one to two years of age). S 
intervention programs will be more effective than those begun j 
at later ages. «^ 



t 

10 



A systematic organized program can contribute significantr^ to a 
child's social and intallectual development between the ages of 
four and six years, 

11. The effects of intervention programs appear to last only so long 
\ as the child remains in the intervention program. They appear to 
I last longer in home training studies and "wash out" sooner in 

school programs. 

12. Follow-up studies of children in intervention programs usually 
show that mKial gain* ar e no longer jneasura ble,. This Is partially 

.attributable to the f2ct that we cannot determine at this point 
whether it is due to program failure, to problems of measurement, 
to inadequate criterion measures, or to the later interfering effects 
of other competing environments, such as the home and school, 

13. "T'^e qua!iiy.^nxUooiivat<m>^^ 

success of the program and therefore are prime factors in delerT 
' mining the extent to which a program is exportable or rcplicable. 

Successful Intenrention 

Some findings are worthy of special note since they concern frequently 
asked but seldom answered questions of importance to researchers and 
educational practitioners: 

!njhe succe^uf ^grams. gains occur reu9rdfessj iL»o»^ gntrv. The 
narting age of ch-ldren placed m intervention programs has varied across 
projects from those starting at a few months of age to a beginning age of 
five or SIX years. Results reported by at least one study have shown thai 
children who enter learnir>g.io le3rn programs at age four make gains of 
nearly 20 IQ points which are maintained during the following two years. 
Children who enter at age five make smaller gains for each of the two years 
(9 points the first year and 7 points the second year). Although these 
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results sugQest differentiat gains as a function of age of entry, they do not 
answer the correlated question of whether gains would be sustained after 
the first year in the absence of such a program. 

However, data from another project irKjicate that childien who made 
galm in the project when they entered did not lose those gains as long as 
they remained in the program. The data do not strongly suppdrony one 
year as the more preferred year to realize gains In intellectual growth. 

Hence, the general conclusion must be that programs have been eWec* 
ttve with all ages and one cannot specifically support the advantages for 
work at any one year versus arK>ther. 

Nohe of the studies reviewed gives support to a well defined aitical 
period as a preference for preschool or early childhood intervention. 
Essentially, programs can be designed that will work effectively with a 
wide age range. 

A comprehensive review of intervention programs in 1970 suggested 
that vulnerability to adverse influences at certain ages does not r>ecessarily 
imply a correlated time when children are especially sensitive to treatment. 
This study supported the contention the:, on the basis of our current level 
of knowledge, intervention can be justified throughout the period of early 
development and possibly beyond. 

In succnsful programs, gains occur regardless of sex. While studies 
have reported tiiat girls have higher initial IQs than boys, gains were not 
related to the sex of the child. These findings are supported in general by 
other investigators, many of whom do rM>t separate IQ scores by sex when 
reporting gains because of the lack of differences. 

In successful programs, pains occur regardless of race. Studies again 
report that although whites enter with higher initial IQ scores, race is not a 
sigr)ificant variable in considering gain scores. 

Differential gains in IQ scores occur as a function of the entering or 
*] initial IQ score, the program intensity, and the duration or length of time a 
K^hild is in the program. In general, t he lower the initial IQ, the greater t .he 
• ttf fain in 10 in the intervention orooram . Again, the nrjore intense the pro* 
^r^V^tn, the more likely he is to have a higher IQ gain. Finally, the interac* 
tion between intensity of program and duration m program contributes to 
differential gai«is. Some researchers, Bronfenbrenner for example, attribute 
the high initial gains to the phenomenon of r egressio n to the mean and 
characterize the gains as being inflated for that reason. 

//> tvcces:ful programs, gains occur regardless of program approach 



262 



257 



but some progrsms appear to be better than others. Although almost all 
kinds of programs have shown gains in IQ jcorcs, jomc differences are evl- 
dent, when specific comparisons are made among programs. In general, it 
should be stated that some programs work while others do not. In those 
that are successful, it is apparent that thedegretulpffigcauistructurir^g is 
higher than that of unsuccessful programs. In general, themgiejiajct^ 

A large-scale compari- 
son among programs has been conducted by using four groups (regular 
nursery school, children from low income families In middle dass nursery 
groups, Montessori or perceptual motor skill groups, and an experimental 
group with a >)ighly structured format). When gain scores on the Stanford- 
Binet were compared, the experimental group {the structured) program 
was perceived as having the largest gains. It should be mentioned that the 
experimental group emphasized verbal behavior, a procedure which would 
tend to influence test scores. Although the rem?Jning three groups may 
have excelled on other measures, the program of the experimental group 
resulted in the largest gain on intelligence test scores (IQs). 

THE PROBLEMS WITH PRESENT INTERVENTION EFFORTS 

A number of serious cautions, which emerge from the review and 
consideration of research and development activity in this area, involve the 
scope of present efforts. 

1 . The sample size of most projects is insufficient for the amount of 
trust and credibility placed on their outcomes. 

2. There is.jruuiffirJfnt.lf^eaifih in the area to d^^te. After ten years, 
the number of well-designed and well^xecuted studies still nurr. 
ber less than forty. 

3. The majority of studies do not involve the subjects In the inter- 
vention program for a sufficient amount of jtime^to allow for 
long-term change or an adequate test of the intervention program. 

4. Insufficient attention is paid to the effects of mixing varieties of 5 
children, handicapped and non^handicapped. in order to improve 
the learning environment in which the Intervention program H 
taking place. 

5. The current measures avallihla to cssess change in children as a 
Jesuit of intervention program effects are inadequate in number 
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and quality. 

6. The tow utility andJo^^ellabilily of pre-te$t scores from high 
Irisk children {resulting from their meager amount of experience 
with testing or evaluation approaches) may lead us to infer 
(greater gains from post-test scores than should be inferred as 
resulting from intervention activities. 

7. There is increasing doubt as to the value of certain critical periods: 
therefore, the extent to which we can continue to emphasize only 
one period when we can expect positive outcomes of early inter- 
vention activities to occur is questionable. 

8. There is a typical failure to individualize programs. That is, there 
is a homogeneity of treatment whether it be social class, IQ level, 
sex, minority group, or other critical features, across heterogene- 
ous groups. 

9. There 'arc often significant cultural. differe»^e$ among minority 
and ethnic groups leading to differential reactions to intervention 
programs. This may lead to exaggerated responses from the child- 
ren in either direction. Also, there are in many cases extreme 
value differences between subjectt and their families and the pro- 
ject staff which may lead to inadequate or inappropriate inter- 
vention Pi ogram components and results. 

10. Program goals are often too narrow and constricted^^^g^ 
^ more to development than Ip. 



11. There are certain gains or responses to the intervention acti/ities 
which are related to the motivation of the parents to encourage 
and assist their child in participating in the program. Thi$£arenttl 
uiptjortf actor is not often considered a sj part of what accounts 
foTintervention programs' success. 

12. There are severe logistical problems In connection with both the 
conduct of longitudinal studies and the development of export- 
able intervention program components, 

13. There is an insujfjcient number ofjeEiicatipns of special studies 
ihowing positive or hopeful results. 

14. The COST of longitudinal studies has resulted m too few compre- 
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hcnstvc studies, including health, education, social, and parent 
program components. 

In general, the group concluded that preschool educational interven- 
tion programs do have important and positive effects on the IQ of children. 
The results are often uneven and transient. There has not yet been suffici- 
ent research to warrant the selection of one specific set of program com- 
ponents as being the most contributive to cognitive and social gains. 

Special t'robtems 



A number of obstacles in conducting studies appear to be adding to the 
difficulty of determining the effectiveness and credibility of outcomes. 

Insdsquate controljrstiQs Given the problem of adequately describ- 
ing the population, it rarely becomes possible to determine the adequacy 
of the control group. Rarely are children selected from the same popula- 
tion poo! and randomly assigned to treatment groups. 

Jr estmcni drift Once an evaluation model is adopted, decisions are 
made To change the program according to information gathered. This is a 
highly acceptable practice in the remediation of children's deficiencies. As 
this occurs, however, the intervention program is no longer being conduc- 
ted as originally described. A* a longitudinal study refines Its procedures, 
new strategies are invented; thus the original procedures are markedly 
changed. Frequently, the change is not described in the write-up. 

Press to do wet/ Most innovators are funded to demonstrate the effec- 
tiveness of a given idea or program. They are expected to succeed. Given 
the press to succeed, the program is constantly revise! and modified on 
the basis of pupil responses. In a process similar to that of treatment drift, 
the program in operation often bears little resemblance to the written 
proposal. 

lcachsu£[f^ Evidence indicates that th ^acher, not^the S Pagrap^ 
m^jMbejhe-«ucialjLaj^^ Indications are that the 

method or program adopted interacts with the stylistic treatment of the 
teacher. Teacher factors relating to thechang^ are highly idiosyncratic andl 
difficult to control. One researcher has identified four major clusters of 1 
teachers on the basis of control and expressions of warmth. Another/ 
researcher has pursued other sets of teacher personality factors that \rMu\ 
ence pupil change. Yet another has identified planning and supervision ai 
being more important to the program than the curriculum components 
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thefmelve$. How you do something may be more important than whtt you 

do. ' 

Texhen nxh criterion perfonrmKe frequently, a program is 
developed by an innovator who then hires a fWff to condurt the program. 
In the experience of the author, it f requerrtly Uke •$ long •$ two to thret 
years before the ftaff an conduct the program as originally conceived. 
Massive in^rvice efforts with frequent supervision and. evaluation of 
teacher performance, are needed in alt intervention programs. Some 
personnel will not be able to reach criterion performance and will need to 
be replaced. 

Sthics with humsn subjects The innovator, in dealing with human 
subjcctTcannoi manipulate the research environment unless he i$ sure he 
will rot damage the child in any way. This ethical "restriction'* is neces- 
sary in working with human subjects and limiu the degree of manipulation 
the innovator can apply. For example, does one remove children from 
their mothers in order to work intensively with them? 

Continuity of staffing As with life-span research projects, it is diffi- 
cult for a principal investigator to commit hinmcif over his own life span. 
If the principal investigator leaves the project, there may be a shift in focus 
or interest when a new principal investigator takes over. There are also 
changes in staff training or staff development activities and staff turnover, 
especially in university-based programs where graduate students are used 
extensively. 

Testing procedures Again, as with life-soan research projects, testing 
schedules', inrrrument revision, and discontinuity and low correlation 
between tests brought into the long-term testing activity make conducting 
thf project and interpreting the data difficult. 

Oeta processing Masses of data, which may aonimulate in longitudinal 
studies, can present both problems of data processing and diHiculties in 
decision making as to which data to process. This data accumulation is 
especially problematic for the new researcher In the intervention field. 

Eayiasrni^itwijheng^ Children in longitudinal studies are often 
influenced by major shifu in the community or neighborhood environ- 
ment. lht%€ shifts may have a direct effect on the outcome of the inter, 
vtntion Ktivif^s. Shifts in cultural mores, social attitudes, and values may 
have similar effects. 
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Attrition Ihtm^^cx of the American family h well known. While 
techniques are available to adjust to subject attrition, it is an expensive 
process and often requires resources not provided in the i..tervention pro- 
grams. It is essential that large subject samples be acquired arnJ maintained 
over « long period of time in order to circumvent the problems caused by 
subject attrition. 

tnttrpretation 

Often, the interpretation of the results of well designed and conoucted 
studies constitutes a major task. The group attempted to examine the 
nature of interpretation problems and suggested the following points: 

Natvm of the populattcn In work with high risk youngsters, the set of 
variabfes associated is multiple and often incomparable. For example, the 
construct "culturally deprived/' used by different research workers, in- 
dudes: income level, racial differences, inadequate diet, protein deficiency, 
punitive child-rearing practices, low language stimulation, isolation, 
oppression, high disease rates, alcoholism, and so on. It often is assumed 
tha! an of these factors contribute the same influence. Clearly, the state of 
the art-when it comes to knowledge of how to deal effectively with high 
risk populations-it is not developed to the point at which the population 
of children can be described %vith the precision needed to replicate a study. 
In addition children who live in poverty are still found in markedly differ- 
entenvironments-for example, contrast the immigrant worker's child with 
the child of the inner city dweller or the sharecropper. The life experiences 
/ are markedly different. 

Problems of program description One of the major problems in inter- 
preting intervention programs is that often the program descriptiofts are 
not sufficiently detailed to make clear what it was that the ir.. rvator did. 
Global terms that make it difficult either to replicate or to isolate the vari- 
ables that were related to the treatment are frequently used. For example, 
a study of adopted versus non-adopted children may not adequately define 
the nature of the treatment, i.e., what happened in the homes that did not 
happen in the orphanages to cause the results. Longitudinal intervention 
studies rarely describe all of the procedures used in beginning and main- 
taming a program. It is. m fact, frequently impossible to describe exactly 
what was done in a program. A major intervention program may have com- 
ponents that deal with classroom experiences, parent training, improved 
nutrition, medical screen. ng, and vision and hean.ng tests. Ascribing treat- 
ment success to any one variable is a tenuous procedure. 
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F»Uu r^M~deve!oiLM2Oroprtat0 instrumen ts One of Ihc major difficult 
ties in conducling studies with chiidrcn i$ specifying exactiy what ?valua» 
tion the innovator wilt bt able to perform after the intervention. Many 
programs specify !Q scores a$ their objective. However. IQ scores art 
r^nreliable and invalid for most minority group children acHi. moreover. IQ 
jjrf reftrs more to traits related to school performarKe than to cognitive func- 
'Vjlipning. The appeal of the behaviorally oriented programs Is their tendency 
to limit their goals to observable behaviors. However, the weakness of this 
approach is that one is still left with the problem of defining the "internal 
processes" of the cMId and, frequently, minor and sometimes irrelevant 
behaviors. 

Global measures of intelligence and achievement are inappropriate 
measures for program impact. Intelligence measures assume common cul- 
tural experiences, equal opportunity to learn, hnd equal motivation to do 
well on the tests. For most minority group children, these assumptions 
carviot be met. 

Achievement tests contain many items aimed at reasoning ability 
rather than at the skill under treatment. For example, as much as fifty 
percent of elementary school reading tests are inference problems rather 
than reading problem. Reading is learning a set of abstract arbitrary sym- 
bols and relating them to another set of symbols that are spoken-that is 
speech. Children can relate words to print and learn that the printed word 
stands for the spoken word or for objects, but unless long trials of memori- 
zation, drill, and practice techniques are used, children do not understand 
the abstraction of graphemics until ten to twelve years of age. Thus, many 
reading tests are nnsnyned; they would be more appropriately titled 
"reading from reading" tests. 

intuitfve 9ppe9f of g»ln scores In spite of the work of Cronbach. 
Thorndike. and others who demonstrated that gain scores are unreliable, 
statistically indefensibte. and subject to great misinterpretation for indi- 
viduals or groups, there still exists great pressure for programs to demon- 
strate effectiveness by measuring gains on the same instrument. 

Measurement should not concern itself with change as measured by 
gain scores but with diaoge measured by performance of the desired be- 
havior that derine s the criterion performance. Criterion-referenced tests 
are difficult to construct unless the behaviors are readily observable. For 
example. It is easier to specify that, as a result of the program, chiidrcn 
will be able to count to ten or identify six primary colors than to specify 
liiit 0;?y will develop a positive self-concept and attitude towards others. 
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Inadequate or naive theory of human behavior Many longitudinil 
studies fail to conceptualize the nature of human learning and the processes 
of development. The results of these studies can easily be misinterpreted. 
( Recent findings In developmental theory and learning have been massive. 
The human organism is an Impressive Information processor from the 
moment of birth. Many, however, still failing to recognize the Infant's 
capadty to process information continue to perceive the child as a passive 
receptor of information, and thereby attribute to their tralpfng prqctdures 
more power than is likely to be present. In the same way, thf innovator 
who works with the handicapped child frequently visws all that the child 
lacks in terms of and as a function of Siis handicap without taking Into 
account his age and the normal stages of growth and development. 

Retrospective data, time, and cost Most retrospective data collected 
from teachers and parents bear little resemblance to the child's actual 
functioning. The unreliability of these data makes longitudinal studies all 
the more necessary. However, longitudinal ttudies take time and careful 
record keeping. It may be twenty years before th« effects of the interven- 
tion program can be fully measured. Longitudinal studies are costly ven- 
tures. although they may be the only means by which some questions can 
be answered. 

Deiayed effects Rarely do longitudinal studies measure delayed effects 
of their treatment. For example, does the program introduced in kinder- 
garten have any nneasurable effects on adolescent behavior? Rarely do 
school programs measure adult attitudes, voting habits, reading habits, or 
other goals which were part of the school curriculum. 

/Harrow focus of the program Some longitudinal studies become so 
specialized and deal with such a narrow population that they cannot be 
replicated. For example, a program that provides a one-to-one teacher/ 
pupil ratio for six hours a day, six days a week, with supporting psycho- 
logical, fr.edical, and speech staff would be difficult to find in a regular 
school. 

fSjmp/g problems The size of the sample and the representativeness 
of the sample must be tak?n into aaount more seriously. Samples have 
generally been too small to allow for much generalitation. The results of 
a program that also limits itself to a unique population have little gen- 
eralizabillty to other populations of high risk children. Further, shrinkage 





264 



of •iftady small lamptw occun ovtr tirn* aod contHbutts to tht lack of 
follovHip raiuttt or tff acu. 

Th0 0ff9Ct of contifHMd Jtssessm^nt or obmymthn Tha af faci$ of 
continuous tatting in looo-tarm studias, including obgmr affects, can 
hava an oqual or partiapi graatar affect on parformanca than soma or alt 
of tha pfogram componants. In many programs^ continuous assassmsnt 
and tha intarvantion curriculum ara.confoundad in such • way as to pre- 
• vent attribution of rasponsibility for changes in • child to althar assess- 
' ment or curriculum. In some cases, continuous assessment of control 
» groups may contrilHite to changes that are aqual to changes in the experi- 
' mental group and thereby make it impouibleto u assure the effect of the 
: intervention rogram itself. In some cases, researchers suggast that contin- 
uou$ assessment is equivalent to minimal intervention. Intervention studies 
are no less immune to the Hav^fthorne affect than other studies. 

SUMMARY 

In the final analysis, even given t^e cautions, design problems, and diffi- 
culites with data interpretation, it was fait that vw already know a great 
deal about the effectiveness of xiucational intervention. Jnjwj^ul^rc 
a^ju^lt^^ffacts. A host of factors, including cbildJUU|bles, setting 
yaiijbles, and the' character isttcs of the intervent ionj prpqr#n [f"d the 
oeoQlo deliverin g it, operate to make education niore or less effective for 
the individual child. 

More research is required, in the field with carefully described curric- 
ulum componentt and the best child variable control possible, within 
bounds of natural groupings of children. If there is a P/ime obstade , it is 
ia ck_of measurement tools for social, affective, and inter fier^onfi change. 
^ 11 as W academic gain. M ethods of coding and anaiyiing observational 
data lag far behina otner methods in the social sciences. 

Finally, the expensive, long-term, longitudinal study of development 
in children is still the best strategy for discovering environmental affects. 
The maior difficulty is getting public or private resources to support these 
operations. 
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THE ARGUMENT FOR EARLY INTERVENTION 



Wn« to m-ni by Mfty M«rM9:'oa Mttf wtiy to It 
taiportMiir 

Early nt«r\<«^ uauHy nmn cfccovwwQ protton* «h) 
do«o wimmQ mou mMi b*«ora a cMd** ctov#>pm«wt 
jnd teamtio art Mnouty. p«tMps (wman««y. Mtctod. 
Cwly can prMtnt o«w (MMwtoM condtont trom dt- 
and can tofeaan conoonMtoni ^McuRiM auctt M l«n- 
«y uprtaavaf or Mortfarwd amotional rtMiona 01 tha ct«l 

LMrrw)o apKiaHto baltovt t« aki dtvalDpmani it ivlitad 

to toih a aUN 01 rM*ma »vd «n cjppc-^u^gty tor towwtg a 
QivenM Tmooo*martarvtnio>tiacom«ap»^**4^an. 
portant Mfian a ctM runa tfM ntJi of mtunp M opgoilWNty to 
team Ourng a s:«l» o« majritnun raadnaaa N iTw iMcftaM^ 
mom^ni- Of roaanaaa atagaa aro not tafcan a0v»«aoa oi. a 
ch*> may have d^hciAy taanwig a pwtictJw a»u« at a tolv 
t«na Lir>otoy{l970)aial«<}thatmafKiraimam«a^>aM 
brtweto »»• peric^ oi opt«w*n raadwa «id tha wna iKhao 
th» ogportuntfy for •••mno « provwML tha grMlar lha dM. 
(•cuniet ai i««ntf>o bacoma Ungi^ iiacad ma «(racii ol loat 
tcachabto momanto ai ma tii PiageMi stagai ol aanaorl- 
motor devatopmtnt 

^Son>« lypM ol Mnp*rm«i{| rvqwr* pJrticul«ty prompi Atttn 
[ ttun Ootmt I i 972} raporiad |t>ai 60% ol a chrfd a bmc im 
. Oyaoa ttMmt ara e5latl^s^•d by .g* 2. iharalora da^u 

musi ba idarlrf^d ai earty *»(tncy ai ordf to uaa ih* cMd's 

losrfyJ hearmg dir-ng lb* critical p«no<» tor t«iou«o« d^val 

optncni 

lr» an «»ty siuOy. Htbar. Da^ar. and Conry ( 1 008} loind that 
O^ooOT ol d.»ad»*M»tf0<J cf\4dr«o. p«ticul«ty c*Mdr«n whoaa 
moihws ftad 10 1 ol 75 or Oatow^ lAowad a alaady dacfaM 
Irom an esivnaiad normal 0< rnaauf adaiail«)cy. to tha lava! 
ol t^•* moiria^i by trva t*na may wwa 3 y«»t old h n poa 
»«bi«ih4H>artyni«fy«niioocotAJn^iocb jdack>« 



How lalUbia ara aarty pradfetloni of tntaNaetual 

funcl>ort(A^7 

Tha u«Hy ol «lant viialiganca itsa$«mar^i « a mmm of 
o«ba«t Lt-vta and McOurU (1972) rtportad lind«%ot that 



• caat aanoot doUJi on lha no«»on lf>at ma coocapt of oar>ar J 
«)ta«oanca la appacabta lo lha panod of nfancy (ThayJ 
teu^dno awdanca lo awpport ma view that wtaigaiica m a 
capac4y««iich unlolda at a tiaady rata trvouphoul ma proc- 
aaa of dawatupnwnt and whch mcraasaa only quanMaUvaiy 
lromonaaoaiomana>t''{p 1(76) 

Tha mator iWfcculiy wan ntont taara of nialactual tiaKtena^ 
« an apparani bm toward lanaorfnoior funcbonnQ fMa«r 
(1075) povMad out maf acoraa of Mvm mta«oanca laata 
htvt bawi mora hiQhtjr raMod lo tutaoduant aanaorvnotof 
parformanca man to nlaftgonca 



y^*^ '••««*» •*» aboM» lha atfacilvMiaaa •! Mrty 



ln«*al Mm (Brorrfanbrannar. 1074) ralaad aar^ quat 
boos abn4 ma alfacta. quaMy. «Hf coata bvolvad ai pra- 
achooi Marvanbon Wimn tha past aavani y«va. howm. 
rcaaarch haa mdlcaiad mora poa4nra rasuka. Kaydan (1077) 
found that 34% of praschool hjndM:appad chMran who had 
baan anrotad ai modal praschool pragtHns from 1060 to 
1976 MOaaquanity attandad ragUar ctossat Md wtra do*»o 
wal 

Uiar, KAoal. Murrary. floicha. and Royca (1077) Mfyzad 
data from 1 2 taparala programa aarvng d«advantagad chi- 
dran ai cantar baaad. homa baaadl and nuxmS prcgrvna. m<s 
loutd that ma axpanmental group cMdran ai abnoat avary 
program wara partonrMng battar ai achooi than war* control 
O^oup chMran from idanbcal backgrounda. That la. fawar ax- 
partmamal group chMron wwa ai apaewf aduc«ion md 
lawar wara dat^nad a o'^da 

In add4on. of a aurvty of mora lhan 40 lon^tudMal 
«^tarvanittA raaaarch pro^ama lor high r«ii ch4drar» (Siad- 
man 1077) imftcatad that aduc^bonal progrvna lor pr«- 
achooi handcappad ch4dran can iigmfcandv wtprova tha 
hvatofchMran 

Uoal t/fy Irvlarvanbon raaaarch haa baan ftmad al tha 
aconomJci»y and aodaty d«advantagad popiM«n Berm 
and h»a coaaaguaa (t076) caad ma paMcay of data w«h 
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hyyjcapptd tnCamt and f«lai*d th«r own fndngt. n iihch 
botogcjffy h«Kfecapp«d uNMran mtdt t^nAcanty mor* 
(vo^Mt n «••» ctncify MlK)«d tor tfMlmtnl man n 
VMS irMtad on • random or conlroi aMit (iarrira Rouii. 
Pm. JottfWon. Ar«iii«*iom. Ooolaby. 4 diroodar. 1 976) 



WMlf nn i fc xiaail p faa cM ala c iiiBlw t y 

Whan scravw^o « ua«d lor prtOcton ratfior tm tor aducft- 
tonn plamwo. abuaaa can ravul Z«lkn (1976) a uggaalad 
thai (tfMcftool acraanino can bo a nagalrv* tore* «4t«n . 

• Nololowupproorafniadtvalopad 

• Irutui acraan«>g i* uMd aa a (tegnoM on wtwch to bua 
rtme<MK)n or piacomam 

• RauAt ara usad 10 axOudo cMdran from school by tug 
ovsi*^ ara not raady 

• Siigmatatf)oiabaiaaraata<gnad 

• Saaantftg ta uaad to rantorca and j/Jititv axiatng cur 
rcdun caniar ad programa 

• Rau«» iocua on waaKnaa»«» alona rathar than on 
Mrar>o(ha 

• Tha aitacta ot cmiunl drffarancaa or b«ngu*am aia nol 
consMjarad 
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REACHING HANDICAPPED CHILDREN 
EN THEIR EARLY YEARS 



Th« tf)kymat«n n im toct ghnt is ttkm drtctfy from E*tty 
ChJOhooa EOvcmnn for excHt-otu/ CMUrm A Hmidbook ot 
kf9s ma EMTnpivy f>r9aicti, t^Mtd by Jun« B Jortfvt 
Ahc*M H»v(iwi.M«tta Karnn «>dMwyM Wbod 



Why It Mrly Intmntion bnporlMit 

rh«rt 19 tvid«fKt 9m progrMNt proving tOjcMond 
•ftd m»f«p»tAc programing (o mMt »>• nMdit ol youtg 

•'^Wtnct of rMchng hafH*ci|jpi0 cJ)*dr«> ••V 
no io MP ttmn rMdt Ihw ful pottobil cmol b« ov«r- 
*«ct»Ma«d WMh tarty h«^ttwioon«rm« tMilcr.ttim CM- 
*en c«i oll«ft runction at highw l«v«li ifun had btwi 
drcarT>«dpoia«l«mprN)ry«M (p 3) 



What con(Ntlont cm ba M«iiifiatf vary aarlyt 

For cMdran with cartam Iwida d h»>dcapp«to condbona. 
KitnWcalon can occw at b«ih For wjtWKa. chidran with 
phy«cai anomj|«a tuch aa mcfocaphalyor dalonn«>a« auch 
as daft pauia. chidran w«h aavara carabrtf dMuga. moat 
Oowf. a syndroma chddran. ftvl chidran Mth astramaty tow 
ApO*/ r^nnqs or vaiy low tatt wttgM va usoJiy idanlrfiad 
wttfwi fh« ttf»i fft^ fTWHMaa fdottino twrlh Othar Mcaa ol 
hMdK:apo*>g con<Mons may ba noncad dung lha IV« (aw 
days fdoMOj brth Bahaviors and chvactarlahct that 
normal mlants do nol axhM such a» coma, levara (athvgy. 
constant cryng. conviiaions. recurrani apnaa. Uigng ton- 
tanai*. rspidhr incraas«>g haad iu: unaqual sua ol ay* 
puprfa. absant comaH raltoiat. «m] jmtim d my atUtm- 
tty. lacial mMcta. or aya muada sarva aa ndcatora that ma 
Chid it e< high rtsK and nacds luithar axtantn* aaaatimanc 
(PO 66 69} 



What candiuana may campllcata aarly dlagnaaJar 

Idaniilicsiion tcraanng. arMj assaatmant may ba com- 
P^aiad by many factors Tha aga ol lh« chid Md atvarvy ^ 
tha han<K'4)ptf)g condtor^s) may maka acctrata attasa- 
mant (MficiA. ratoucat and partormal to corxluct a«fy 
tat^rmg and astasimam may vary widafy from orw cow 
mw>iy 10 anothar. anwonmantat condMions affact^ ha^ 



and haatti hiMa may «ary contiderabfy. diflorancaa n nuirt 
Monil Maha and Mtng hab«s or iach ol tuftoanl nounah- 
mnt may cauaa probiama: and cartan ctAtral. ralgtous. and 
lihouaoa dflarancoa poaa dtfioiiiaa n attaatmani wiaaa 
ttioaa «^ ara aor^anMg and aaiaati^g ara tttoroughty ac- 
9M»4ad w«i Via no oulito^^a wm* wfwm vtay «a worfiing. 
•Mciffy. Chidran torn bacHgroundi othar man tha WMa 
ffKMa claat thoiid net ba ctettjAad or labaltd «Mth mttni- 
mantt that wara ate Jartfiadon WhVamKMadatacM^an 
tt>M) 

Many handtoaopino coodtona may go uwiottcad tor aoma 
■ma Oiidran auffamg kym lhaaa conditont avidanca 
«A«a davitopmarMi ligt mat may no( ba idaritiM uiN latar 
in Ua. Oflan tha parani to me frit panon to tutpact a prob- 
lam. fad «wt paranta ara oftan ma Irat to auipact a prob- 
lam trt Am to ma tock ol formal procaduraa to scraan Chilean 
batwaan tha hanAiom nursary and achool and to pod« 
trtciana' ladt ol Kmo or tha lactvMiuaa to rtoitoa dawatopman- 
tilprobtoma. 

Too oftan lha dodofa tMogattion that a handtoap It probably 
not sanoua and aho(4d ba ignorad toadt to a oatoy in imd- 
«ig approprMa tarvtoat. Evan 4 tachnkmat ior tcraanng 
*ara rounaly utad. many young chidrao. atpacMy thota 
Irom tow todoaconomto famltot, woiM not hava accasa to 
tham bacauaa thay do not racaiva conttououa haaNh cara «vl 
thatf profalams otiao go undatadad mM i^hay «nt<ir tchool 
Tha lima tpan Arttg which hvnltoapp^ ccnd«ont ram« 
wdatactad naada to ba thortanad. and formal taaan«>g it 
onamathodtorradudngthithma (fi>t9) 



HawcaMaacraanlng pragramhalpraachmarachUdraNal 

ritkt 

Sc/aart*i0 can ba dafinad a* tha taatfv ol a ivga popJabon 
m ordar to idandfy thota Mvidu* who «a moat Maty to 
manrfaal a hanttcap « to a fomiri procadura for Idantitymg 
P^ >a w«h tvtpacratf handtoapplng ctftdRm. Scy aaning to 
not-or ihO(M not M-uaad to labtl an to«v«dual. nor to il 
uaadtopraparaapMMeobiactMaaforMarvaniton A mora 
Mar^ and comtMa aaaaaam«it mutt fotow for ihoaa in- 
Avtduga ktoniAad through ma acraanmg procaaa. Howavar. 
acraaning to an aaaanan Rril aiap. M -a«ty wwntog" a^ 
*m MOT* ManaM. pradaton aaaata.Ttont ol a cNWa 
•t'angma and daAcis to ra«4rad in ordar that ramad#-or. 
«daa*y. p ra>ia n i»<a a cH i^aaciwbato W a nd 
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y^w^^»>rtwK^^<)l^•M^^M^^J^cr^^nl^Q^^ch ^^ 

m co*Twnoo pf •ct»c« lod«y Onm%Mm^i»Vi»tatM>Q 
of PKO ((*itiiy»««»ooi#ii). M*ch a msndM by tt« a m«ty 
«M«t Thit it/ mn ik f tlmp** proc«dirt ol Mlno t urtr»« 
MincM lor M)Q ih« IrtI !•«» d>yt folo«*ta brtt 

h«s pro««rt to IM «i tor UwiMyVig ch«^ 

wmPKU (pp. 69*70) 



Why to II ImporiMa it ln»o»f» paraMt In oartf W«fv»« 

noM? 

Th# «wolv«in«ol ol IT* ch*r« fiffOy M in p«rt<c|^ 
cniic^ 10 the tucccM of iny Ai*ry«r*oft prognm. W4hoii 
tuch lanWy nvoN«m«nt. «ty of nttrvtnbon . . . 

lff)•w9to•ro<l•tMtyra(M*yoftc•i^•proorlfnendi incon- 
Uast. mc fwoMmtrt olllw pvw)t» M p«rtn«rt « th« •rttr* 
pnM provide an ongoM^Q cm r«lf»lorc« tf>« 

•Nactt oJm«proQf«»wM*«l»lnop««l>Oft.andh«*plo»u»' 
i*om«»n«««rlh«pfogfW»i«ndfclP 2r0). 

• P»•ot»ol•h«n<*cw^c^adw«h»r•mortr•tpon»Wi 
iry lo» th«» ch*} ovw • •flniJcmiy looQW p«rt<j<J ol 
m«n parMttt ol • nonMl cMd TMy nMd p«r«nlino lod 
iMCtwtg 8M« UMl pcramt ol ft nomm cMd n9«d nol 
n«ca«MriypOMM«. 

• ptf anu uMiHy hnow lh«r cMd tMtMr Ihm inyon* o«M 
Ptftnta c«i itNJt MTV* M • vitil rttotfc* to program 

A ih« d«v«iopm^ o( tuncuonil program otxKbvM for ttM 
chid th* w« b» uMfvd « h* or h«r o«« umqi* •nv<ron 

• Trmsleffrtg l««n«g trom th« cUMToor othahonwhM 
bMn «t ackno^Jadgtd proWwn TN» occu» b«cauM 
irv«r* 4 «>sut1ici«nt artd/or mHactiv* commuticiticn t» 
t«ke«n p«tr>n wtd iMcNng »tafl. Thua. R is v«My vnpor- 
ittoi trt«i th«ra 4 piMw^ad con*al«r<y batwMn tha •<kica- 
Itonal proywn vtd th« •ducttonal •Bp«n«nc*t provvtod 
by U>« p«»rrt» Vmhoul •««ctiv« pararil invo»v*m»nl. th« 
b*s4 po».i<M program tor th« chM w« hav« Ittttt •tf»cl 

• pyenttrttningdifwgth«praschooiy«ar«iatMr>*(icMlnol 
onry for iM targtt chM but also lor h« or h«r sMngt 

• Thsutrrtg of parsrts. who i*rs«>y art neurit rs«lordr»o 
agsnts. w« provids th«n with lh« sk«s Asc*ssary to tssch 
n«w bshsviors sNtctJvsfy snd to modrly naprropnsts bs 
hsvors mat nisrf ars with toamv^ 

• P»sr«#>voMm«it can grsstfytccslSfalsthschM'* fits 
of iswTwg Ths csrtsr, worlung wth tha chM wtthou 
b^rmtt of p^antri mvclvamanl. csnool btgvi to 
KCctr>Q^ ^ona what tlsif aru) piranls cart accomptah 
togathar tp 211) 



WMra ctM fwanis for M^T 

Ctosar Loo* is a ooflfti* sarviu lor parw<l ol ch4*an «r<h 
ni««AphvMlanaamol«)nr^handlCipt nrtapancyoHw* 
MorriMiion about placM «nd paocH* to turn to- organuS' 
iona. aganotos. ■»< ollk>ia inal can halp « toeing programs 
md oofH^ mi pioMM Comsd: Ctoaar Uwh. Iho 
IMM >>toii»^^ C^m: tor ««• Handcappad. FO «o« 
t4O2.W«Nn0tanOC2OO13 

Orrtara <at>ai» co mpraharwvt »atmant. avJu^on. and Id 
tow» sarvtoM tor chl^ SMSpodad of maoul ttwrnon 

tOtha<liton Sn^copias^aavaiablalraalroin Boraauof 
ComwHrtly Ha*»i S«rv»caclVogrtm Ssrvcss erancMTSA 
PHS. 6W0 Rsha^ Un«, nockv*a MO 20ft67 

Crv^ CMarao's S«rvicas (CCS^ m • fi^ l«dtril/st*« 
pro^ to provida madcsl and ralalad swvcas to han* 
cwwJ cMdrar* irom bnh 10 aga 2 1. M stsias <n«»« prov«JS 
macftcildt^toaismdaviluationtrMtoralcMdran Nostala 
rtsldancy pariod • raqurad b*itor« such 9arvlc«s ara pro- 
vtdad IMrmgaandcoaioladdiMonallraaimaftlorhosprtai 
CVS sarvlcsa v«y Irom stsis to sislt. M programs accspt 
thM pviy ptymwM such as Madicaid. aiMS CroM and 8ki« 
ShMl m>6 o9m ms^ical msurancs For lu*har <nform*«ft 
on «M to syMM to your handcappMl chM. conisel your 
toctf county or slaia hsanh dapartMint 

Tha E«ty Partp<»c Scrsaning. Oiagnoals and Trsalmani Pro- 
y«n (EPSOT) scrssTJS cNAan from poor famAas to Ktonoly 
whathar hs*i c»a or rilstod sarvtats may bs nscsssvy 
Q»»*an rscaMng atata Aid to Famliss with Oapandant CM- 
«an (AFOC) b«naf«s and chiM whosa par^ or 
OJtf(tets ars rwoM^ Madtoaid and/or tocai or ststo pM 
•M>st«ca banafti « a aigtfa tor CPSOT Ef»SOT programs 
vwy from stats to ststa and ara siMntsiarad by s^hsr stsia 
pubic assistVKS (waifsrs) or hsaKh dapanmants. For mors 
AforrMhon on EPSOT contad you physoan. tocil or stals 
haalth dapartmant or pubfcc aswtancs oH»ca 

To l«d out about praschooi programs for hmOcappad cM- 
«an cootaci y«* tocal school Asmcl or tha Stata IVacior ol 

Education. 
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ETTICACY or LAMVl L. ^.TIW 

FACT SHEET 




1. 



2 



"Fifty ;tretnt (30X) of * chUdU lattlll«tncc devtlopts btfort ftg« 4, 
•ffhty pcrctnt (SOX) of latUllftnc* dtvtlopM b«for« S." (Slooa) 
••if InttlltcttMl dtvclopaent it 80Z fontd bttvttn birth tnd 4«« 8, tha 
Imndlcapptd child will n««d. th« «o«t M«ltt«nc« durlns tbt aarlr y«r« to 
a«v«lop lat«U«ctU4l Abllltlts which l««d to • MtUfyliif lift." (HanMr) 

3. "RMttrch h<« shown th«t there wy b« crltlcel periods for the development 
of certeln eklUe, end thet wet of thue perlode occur In the flr^t three 
ycare of life.*" (lUyden nnd KeClnneee) 

4. 'Vith e d^«y m re»edletlon of an Intellectual or cognitive headlcep ther,i 
U e c«uletl7e echleve.«,t decrement,., epert fro. the danger of eecondary 
^ itlon«l or eensory hanJlcope,- the condition ie proRreeeive . the cnlld'e 
drvelop-entel etetua inevlubly become woree with respect to other children, 
es he gr^vt older." (Jeneen) 

5. Skeels end Dye (i938) took 2 groupe of orphaned InetltutloneMzed .entelly 
r^terded Infrnte ee ex?erii,«,taI/cootrolled groupe. The experiment.! group 
wne glv^n an enriched environwnt; ^he control group we. left In the ward 
with little etl-ulation. By 1942 the «xperi«ent«i Rroup gein^d en evecir- -^f 
:7.5 I.Q. pointe; the control group loet en average of 26.5 I.q. points. 

1966 follow-up studies: 

Control Croup : Experiments! Crouo : 

>our still Institutions! Ued >l1! self supporting 

I dead efter lonR period in institute Medien Crede completed - I2th 
Average grede completed- Use then third . Averege time in ineltuta - 5 y#*.-$ 
A/erage tiuo In institute - 22.75 yeare. More satisfying life in M eepe-ts 

«ee*'ured 

6. Kirk :i958) - chose 81 children, egee 3-8 year; I.Q. range 45-80. 

Ihe experlaentel group received nureery echool training; Control group no'i. r- 
eciiool. 

Follow-up covered eeverel yeere. 

Resulta: ;0X of experianntel group gelned 10-30 points in I.Q. 

Control group I.Q. •»-decllnc. 
NOTE: Ho studies which involved children six ysara or older were eble to equal 
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7. Htb«r and G«rb«r (1975): 

40 Infantt with dtprlvtd aochtrtt vlth I.Q. of 75 or I«at. 
20 Wirt ftvcn tU day inftnt dtr csrt to fivt. 
20 wart l«ft tt hori. 

UculUt Mtjor dlffereoctt In I.Q. «pptar«d tC Id «ontht tnd condnutd 



FoIIow-up (1978): 

I.Q.: ExptrltaenttI group avarafa' ICQ; Control group avtraga 80. 

8. "IQ prograas of etrly Inttrvtntlon, children ahowad aubatandtl gains in 
I.Q. and othtr cognltlva aeasurea during' cbe f Irat yaar of cha progran, 
attaining tha averaga or cvtn txcatding tba avaraga for thair age." 
(Broofanbrenner) 

9. Lazar'a 18 yaar longitudinal atudy of 14 y»rly intervention prograat for 
diaadvantaged children: 

Findings: I.Q.'s increased and then faded by and of third grade, but gaina 



10. "Only IZ of children whose paranta had participated in a home-based progran 
needed apecial education in 5th grade compared co 30X of control group who 
needed apecial help in 5th grade." (John Meier - Office of Child 0%valopaaiit) 

11. Early intervention with deaf children prevent* atereotypic behavior 'Northrutt, 

"Intervention vlth deaf your .stera before tha age of two resulted in theaj 
children's adapt iona to nonnsl.classrooma whereas deaf children who were not 
In intervention programs until the age of three did not make these adaptations." 
(Horton, 197^) 

12. "Blind babies must have tactile and auditory stimulation during the first year 

of Ufa to avoid naladaptivo and stereotypic bchevlora." (Freiberg, 1977) 

13- "Ocvn'a Infanta enrolled In early Intervention programs reached developmental 
oilestonea at or nea r ages for normal children, wUle Down's children not 
in programa ware delayed froa 10 to 40 nontha on the aane alleatoi^ia. (Hansen) 

Coat Benefit: The cost benefit ratio of early intemention^usually makes it more 
acpnonlcal later. (Kaydan and HcClnneai) 

The President's Comission on Mental Health Task Panel on Prevention, February 15, ' 
atates, "...that ma:or primary prevention efforta nuat be focused on prenatal, 
perinatal, infancy, and childhood parioda...Top priority for program development, 
training, and research in primary prevention should be directed towtrda 
infanta and young children and their environmanta, including particulary 
efforta to reduot sources of atreaa and incap£city and to increase competence 
and coping of tha young," 



to aix yaar a. 



reappeared at 7th and 8tK gradea. Special eduretion placenent 
and retention decreased for expertuentsX group. 
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THE COST EFFECT tVENESS OF SPECIAL EDUCATION 



The following studies are Illustrative of the long-ten* cost effectiveness of 
special education services. They point ovcrvhclmingly to the fact that the earlier 
intervention takes place, the greater the cost effectiveness In terms of human 
productivity and cownunity savings. 

Recently the cost of providing special Intervention at various age levels was 
calculated (Wood, 1980). The total cost per child to age 16 for four entry ages 
as follows: 

intervention at birth - $37,273 
intervention at age two - 137,600 
intervention at age six - >46,616 

intervention at age six with no eventual movement to regular cd * $53,340. 

Thus, the cumulative cost is actually less the earlier the intervention begins. 

Schweinhart & Weikart, 1980 found that when schools invest about $3,000 for one year 
of preschool education for a child they immediately begin to recover their investment 
through savings in special education services because children with preschool educa- 
tion had fewer years in sppcial education and were retained for fewer years In 
grades; and an additional $10,798 in projected lifetime earnings for the child. 

In another study (fredericks, Anderson, Baldwin, Grove, rk>ore & Beard, 1978). 6SX 
of the variance in gains made by two groups of severely handicapped students was 
attributed to the number of minutes of classroom Instruction provided each day. 

A recent review of statistics conducted by Pehabllitstor International (1981) In 
cooperation with the United Nations pointed out that "the lifetime earnings of 
mildly retarded adults Is many times ^the cost of their education - tlmost a 6:1 
adjusted for the percentage employed.' Educational services can be therefore 
justified on the basis of earnings alone." 

Braddock (1976) using the concept of educational payback, calculated that Income 
taxes alone generated from gainful employment of a visually Impaired person could 
produce savings for the conrounlty of $16,304. If savings from the lack of disability 
income maintenance were added to this figure, total savings would be $61,144 for 
each visually handicapped person, long tern savlnqs for speech impaired persons 
totaled $87,076 and for mildly retarded persons, V'41,289. 

A U.S. General Accounting Office report cited in Closer Look in 1980 estimated'; 
that with vocational training, 75S.of physically disabled students ind 90i of < :*1 
mentally retarded students are capable, it mintmup, of working in a sheltered 
workshop environment. 

from an economic standpoint it has also been proven that alternative cofwnunlty I 
living arrangements are more cost effective than State HoDsital placement:. In ' ' 
April 1979, the University of the Pacific, in cooperation with the Valtey itounUin ' 
Regional Center in Stockton, did some calculations of cost. Their summary of !: • i 
1979 tax expenditures In one example looks like this: ' ' 
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^. Ilotiij ^pH•11z•t^o«'«)5t $33,771/yeir/client ! 

Toiil cwimunity coU I 13,782/year/cllent 
I. 'I^ToUl swings b«$ed on differences $19,989/yeir/cHent 

1 ■ : I ' ' ' 

Iven 'If illowtnces for aore; equitable coMunlty rites, betUr trained staff, wort ; 
stringent' standards of enfopcenent and annual Inflation, the total coovnunlty cost , 
should be appmlMUly $lB,000/year/c11ent. But the tax savings are still abundant! 
The above anounts Include cpsts for special education*, without which these persons t 
would be unable to refnaln )n the coimuMty. \ 
j ,.| . . ' 

Severe budget cuts would drastically affect scrvlceii to handicapped children. 
of exceptional students would lose services. Necessary services such as speech 
therapy, adaptive physical education, transportation, ^chlld find,* and evaluation 
atid assessMent would bef decreased. Ptujnnel would be reduced* Teachar/student 
ration Mould Increase. :Rflilu^1on In special education opportunities will eventually 
lean' oreater social and; taxpayer costs. There U a clear need to Increase the 
)evel of Support for al| o^ltV current special education programs. 
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I.MTATIO*! FOR lllTtXiT FRr/:PA"S 



out data fron the Ad !ir.: Ccrrmttcc on Larly Intervention indicates 
between all the st.ito jqencies (Education, iieolth. and Ocvclop.-nent.il 
Wviccr.) wo .,rc cur,..alv ..ervmcj 58^ of the ivvulntion recuirimj s.^rviccs. 
wc arc prosontly .ervmq 21.140 infants i» California, ho-^ever piojection.: 
based on 3\ of live birthr indicate that there aie 36.349 xnfar:s m need 
of services. (Ad i,oc Report p. 27.) Thi^; leaves 15,209 infants unserved. 

1. At present Education spcnus approxxnately 5; to serve 1,590 infants. Ui 
comos fron, the local general fund, 2H froa. the state IHSU allocations and 
2.1M fron. the PI, 94.142 Infant Discretionary funds (infoi7«ation from 
tclephono survey conduc ted Fall, 19S3) . Thi.. aTK)unts to apnroxinatoly 
SI, 000 ,>cr child. 

3. Ad HOC Co^nittee rcco,v^.ndations indicate tnat all acjencies need to expo.ul 
their pr<v,r,«s wh, in dovclopim, an mteraacncy .o.vicc dclwcty .yMom. 
(Ad J.oc Report, p. 2n) 

4. Roscrch i,„.,c^tc. early mtorvont.on from „,rlh can s.,vo S16,0U0 pov 
cluia ovc, the .„„r;.. .„ 1,.,/hor tJucalio... (AJ Hoc Kcixuc, p.lO) Oivon 
U.0 f»,uro of .,.000 Mia ourronUy .„h..„i rducao, , an Inc.oo.o 

or 12M would ollov .orv>..>., for an additional 4,000 - 5,000 cnsau-vod ' 
infants (only ouo-Uurd of rhoso Much arc c.urantly unsorvod, .«o « alwvo) . 
Thcreforo, a, , n.i of initially i|,o stata would oavo i BOM 

over the clillcl'r. oiiic.u lon.i 1 yoars. , ' ' I 
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EXCEPTIONAl CHILDBEN'S FOUNDATION 

FfonChOMO 
Ofe«c(or. Mom D»»<<orwrvi Program 
2225 WMt Aoom* eouttword 
101 Ano*iM CoWorno 9001ft • (2l3) 7^1424 



RealWoik 
for 

EeallV 

WITH THE RIGET TRAINING, 
MENTALLY RETARDED ADULTS 
CAN WORK TOWARD INDEPENDENCE 



Bf Beverly McLeod 



ERJC 



ne of the unspoken fetn of ex- 
^ pectaot parents a the pouibilit^r I 
« Uiit their chnd will hire roentil 
■ rttirdfttion. For mott, toeh 
m worriet ire unfounded. Yet a 
9 itnall but signifietnt percent • 
'must face the fict thit their child, 
indeed, will nerer develop u normal 

children do. 

When a child hu an IQ of 70 or below— the point it 
which people are considered mentally retanko— pw* 
enU must ibandon many dreams and adjust to tbdr 
chikl's seTerely limited prospects. But how Umtted 
must such a life be? Must their child live forever fai aa 
institution or, if st home, be permanently dependent 
on the family or the state? 

Until quite recently, the answer seemed to bt 
"yes." As Loa Brown, a special educator at the Ual* 
vemty of Wisconsin, hu observed, people with r tn* 
tal retaidstion ''have been devahicd. undertaught, 
their life spaces have been tra^ly constricted and 
many negative genertiizatioos have become embed' 
ded in the minds and betrtaof milUons." 

Consider, for eumple« the case of *'David 
Nettleman" {all names of people with mental handi- 
caps are pseudonyms), a teena|er with mental retar 
dation. His parents, hke many others, were told that 
be would "akrays be a chad." and be wu treated a^ 
cordingly. Even as s S-foot, 24Spottnd young nan at 
8 special school be wss never ssked to do more than 
string beads. But today be is receiving on-the-job 
tninLg at a bowling sUey* ^ )m 1^ ^•^"^ ^ ^ 
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home dMTU thtt miy help Um get the 
Juitorttljobbe w&ntt. 

Or eoQslder the atory of ICchiel 0^ 
tega, a young nun with moderate re- 
tardation who had apent mm than 20 
yeara in ;ji tnatitotion. Hia ^rpieal oc^ 
oration wu rubbing hit face and 
ataring athia handi. Nota !ike^ proa- 
peet to be woHong ateadily for aix 
ytara and earning |6 an hoar training 
diahwatbert, u be now does. 

'Hteae accomplithmenta have hap- 
pened in part becaote during the paat 
decade attitudea toward the abilitiet 
of p90ple with mental retardation have 
changed-Hjoietly but profoundly. In 
fact, the Aisodation for Retarded Citi- 
tena now ettimAtea that, given appro- 
priatt training, 75 percent of children 
with mental retardation could be com- 
pletely self-topporting ka adulta. »nd 
another 10 to 15 percent could be bar^ 
tially aelf-iupporting. • 

The appropriate training, many ex- 
petta now lay, invohret enhancing 
real-world coping tkOb through metx:- 
uloos behavioral analytia and roodifh 
eation. The techntquea are relatively 
old, but the determination to apply 
them to provide greater opportunitiei 
for people with menUl retanUtion to 



become aelf-tttpportini; ia rather new. 

ICany factors underlie this change, 
ineludhg greater advocacy and recog- 
nition of the rigfata and (Ugnit? of all 
handicapped people. But for tboae 
with mental retardation, one key fac 
tor hu been the widespread influence 
of a sucoeaafol employment^training 
model developed by G. TUovomm Bella- 
my at the University of Oregon about 
a decade ago. The Oregon program 
showed that people with severe mental 
retardatiod could acquire the akflls 
needed for productive work. Th$t ex- 
periment and others thA followed 
raised expectations, fust among a few 
researchers, then throughout the men- 
tal-retardation field. As Robert W. 
Flexer of Kent State University and 
Andrew S. Martin of United Markeir 
ing Services in Lubbock, Texaa, de- 
scribe the change. "... . instead of say* 
ing. These people ... cannot learn and 
cannot be trained,' we are now saying, 
'We have not been competent enough 
to teach.' The failing b not with the se- 
verely handicapped, but with us." 

The Oregon experiment sparked the 
development of many aimihur training 
programs across the country. One of 
the newest b Electromcs Assembly 



Services (EAS), in Alexandria, Vtrgib- 
ia, which exemplifiea the new 
approach. 

Shortly after 9 ajn., Uonna Hodges 
wheels herself into EAS to begin her 
job of assmnMtng and bagging ctreuit 
boards. She cannot count, so as she 
finisbes each board, she places it next 
to one of tiM five black drdea on her 
desk. When all five boards an filled, 
abe puta them in a bagand starta over 
agam. She earns a quarter for every 
dO completed boards and Is saving heir 
money to buy a blouae held on lay- 
away in the ^lop downstairs. 

Soon the other 11 EAS employees 
walk in and begin their various tasks. 
When greeted by Anne O'Bryan, gen- 
eral manager of EAS, they look in her 
direction but say nothing; most cannot 
talk. She and her two assistanta drco- 
late constantly among the employees, 
prabing and paying them for oomplet^ 
ed taslu, guiding and helping them if 
necessary. 

O'Bryan takes Ali Uehrabian to a 
comer of the room and guides hb 
hands during a training session in cut^ 
ting, stripping and soldering wires. 
Another staff member accompanies 
William Jackson to the restroom for a 
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tniniBg Mttion m iti ost. He mhh 
atet Jaekicn'a progress on a dimrt Iit^ 
fog smrtl doxeo minate steps to be 
followed. 

Meuwfane, Robert AntooelB befins 
to growL One of the staff members 
immediately makes him stazMl fadng s 
comer of tbe room, sets s kitdien tim- 
er for one minute and mskes a note on 
his chart After s minnte of silence, 
Antooelli is returned to his seat Twea- 
tj mistttes later, when be begins 
growling a«tin, the procedure is 
repeated. 

AatonelU, wbo had tired in an imti- 
totioQ for moat of hit life, bad spent 
the better part of his viJdng hoars 
growhsg. During his first month at 
EAS, he growled an STtrage of 450 
times a day. By giving AotoneDi a sip 
of his fsTorite coffee whenerer be wu 
sakotfora few minutes and by stand- 
ing him in the corner whenerer he 
growled, 03ryan limited him to 300 
growls on the first treatment day, 150 
00 the second and 100 on the third. By 
the second week's end. his growling 
had praetkaQy ceased. But during a 
recent hospital stay his usual good be- 
harior bad aUpped a tittle. 

At noon, some employees eat bag 
luucfaet or buy food from a rending 
machine; others order lunch at a nea^ 
by &st-food restaurant by holding up 
pictare cards showing hamburgers, 
fireoefa fries and soft drinks. Hodges 
coDeets her quarters and pays another 
installment on her blouse. 

The city of Alexandria hired 
O'BrysQ to set up an employment pro- 
gram for its setcrely leotarded ». 
"^e doo't hare a minhnum IQ requut- 
ment here." she uys. "We hate a 
Duudmom. None of the employees hu 
sn IQ shore 35, and many of them had 
tired in institutions for years.** 

At fust it was chaotic, the recalls. 
Tlie staff members kept popcorn in 
their work aprons, ready to pop into 
»ayoot*s mouth wbo was quiet for 
eren a few seeoniJb. But within only 
four months, most of the empkiyees 
had become quiet and prodnctire, and 
they are now, only a few months later, 
doing increasingly complex'tasks. 

EAS represents ooa of two new ap- 
proaches to providing job training and 
employment to %dults with serere 
mental retardation. Like other "tap- 
ported tmploymenf * programs, it pro- 
rides '/haterer ongoing support is 
oeccsury to enible people with men- 
tal rttudation to find ud keep jobs. 



Some programs, tike EAS, employ a 
small group of people with mental re- 
tardation who do aubcontract work f^T 
larger companies. In other pcograms, 
a group of separately supervised em- 
ployftJ works togeU>er at a brger 
eompany. **CompetitiTe employment^ 
programs proride transitjooal truning 
and short term support to prepare peo- 
ple for independent employment, then 
place them in regular jobs that pay a 

m^tmnm wage OT bettCT. 

Many competittre employment pro- 
frams diqiense with s t andardited 
tests to determbt skill lerels for spe- 
dfk tasks. Because audi tests, de- 
signed for the physieally haoficapped, 
do not accuraUl/ predict job success 
for peop> with mental retardation, cli- 
ents are often placed directly in the ac- 
tual job situation, then assessed u the 
traming proceeds "This is a aignifi- 



ittartiation, Jameson also needed to 
leam social skills, such u smiting and 
greeting her coworkers. People wbo 
hare tired in institutions often do not 
learn bow to interact with others or to 
care for thems^ in sodsHy accept 
sble ways. 

Dereloping these skllb wu an im- 
portant part of • Unirersity of Wash- 
ington program that trained people 
with moderate to serert mental retar- 
datioo to work in three oKampos rM- 
taurants. Moot of the trainees cookl 
not read, write, ten timt, use money or 
ride the dty bos. and many had poor 
grooming habits. Spedal educator Jo- 
Ann Sowers and her coHeagne sat the 
unirersity derised a set of picture 
cards showing 'lean hands, combed 
hair, neat clothing and bmsbed teeth 
to teadi proper groonung habits. An- 
other set of cards showed two docks 



JNSTEADOFSAYING, THESE PEOPLE 
CAN7 LEARN/ WE NOW SAY, mHAVENTBEEN 
COMPETENT TO TEACE' THE FAULT IS NOT 
WITH THE SEVERELY HANDICAPPED, BUT WITH US. 



cant departure from traditional place- 
ment arproadies, which require the 
client to be quite 'job ready,' ** says 
Paul Wehman. director of the Virginia 
Commonwealth Unirersity Rehabitits- 
tion Research and Training C2nter. 
"And it hu been crucial to making our 
track record suoceasfnl with cUents 
traditionally exdcded from^ sernccs." 

ICany of the new empk>yinent-train- 
ing programs rely hearily on the tech- 
uquM of beharior analysis and modi- 
fication. THiners analyze in detail bow 
oonhaadicapped people perform a job, 
then teach their trainees to fotkiw the 
same procedures. 

When Susan Jameson went to work 
in a beauty sakm, her trainer broke 
down the j(i> of eolleeting and wuhing 
towela into SS atepa, drying them faito 
another 82 and foUing and putting 
them away into another 100. Training 
wu initially rery intense, but Jameson 
now works on her own with only an oc- 
casional ritit from her trainer. 

like many other people with mental 



and a lunchbox. One dock showed 
trainees when to go to hmch and the 
other showed when to return to woik. 
By matching the cards to a wan dodc 
trainees w^re sble to keep to the work 
achedule eren though tbey coalda't 
tell time. 

Shnilar "shortcuts'* are used at 
EAS. Hodges, for example, uses the 
fire black drdes on her desk to hdp 
her "count," and empteyees can buy 
Big Macs with their picture cards trea 
if they can't uy the words. Instead of 
spending hours painfully trying to 
write, dients can uu a name stamp to 
cash their payehsdo. 

How successful are thcu empioy- 
ment-trainii g programs? Though 
many are new, they pcomiu gnater 
tucceaa than traditional ahelfeered 
woikshops or actirity centers in pbe- 
inf; people in the conredtioQsl work 
fc«e-«wl at higher earning lerels. 

Federally funded in the 1960«, shel- 
tered workshops were intended u 
transitional training eenteia to help 
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AMSemblmg electnok ctbkt tt EAS oo coafnet to Btwhtt-HOard Co. 



tnioeet more into the job market But 
only »bout 10 percent of ibeltered- 
worktbop clients are placed in compet* 
itire job* each year, and few hare le- 
Ten retardation. 

Other prograaw, called "actmty 
ceoten/' usually lenre peop^ with 
10*8 below 50— traditionally leen aa 
too aererely diaabled for 6>mpetitiTe 
work and ineligible for Tocationa] 
training. 

Such day programs were expanded 
by eoo percent between 1972 and 1979, 
partly due to deinstitutionaliution, 
and now they are wrring more thin 
100,000 people. Not surpriaing^, rery 



few clienta move on to hi|berlerel vo- 
eationa] programa. 

In contrast, competit^re employ- 
roent progrima, which setve a atmilar 
clientele, hare done much better. In 
three projects aupervised by R. Timm 
Vogelsberg, a apedal educator at the 
Umreraity of Vermont, cHenU had 
been dauilied aa "mentally retarded, 
severely disabled and unemployable" 
by traditional vocational rehabilitation 
servicet , Despite these dire labels, in a 
fivfryear penod. 70 percent of those 
placed were still on the job. 

In a similar time span, Wehman and 
his colleagues have placed 145 people 



J\/L 

\^ W WORKERS 

BUY BIG MACS Wm 
PICTURE CARD^' THOSE WHO 

D0N7 WRITE SIGN imR 
CHECKS WITH NAME STAMPS, 



k competitive employment, which 
Wehman defines u "working for at 
least a mmimom wage with noohandi- 
e^ped workers and with no subei- 
dlied wage in any way,** These people, 
wHh a median IQ of 4S, were abo con- 
tidered oaempl^^Ie by txa£tiooal 
ithabOitative aenriees. But they are 
BOW working {n boepital lacndiy 
rooma, medical -equipment manufae- 
torfng facilities and food-service set- 
tbgs.t1iey have been on the job for an 
average of 15H months, compared to 
lets than five months for their non- 
handicapped counterparts. 

The earnings of trainees in the 
newer programs are equally tnprea- 
thre and have potentially profound 
economic consequences. Sheltered- 
workshop employees earn an average 
of only 80 cents an hoar, or little more 
t^an $400 per year. Activity centers, U- 
censed to serve only "incooseqaentia] 
producers,** by law cannot pay their 
clients more than 25 percent of the 
minimum wage. Some atates do not al- 
low activity-center cbents to earn any 
money, and even in those that do, 
*Voric for pay is viewed u primarily 
therapeutic, rather than u a means of 
support," according to Flexcr and 
tCartin. The Department of Labor esti- 
mates that clients in such centers earn 
an average of 33 cents an hour, or 1160 
per year. 

The employees of the Olympas pro- 
gram in Sieattle, all of whom have s^ 
vere mental retardation, earn more 
than $100 monthly. Started in 1977 as 
s community replication of the Uoive^ 
sity of Ore pn'a SpedaHied IVaining 
ProgrsLTi (the model for EAS u well), 
Olympus does electronics assembly 
work for several fuma. Because of em- 
ployees' earnings, the state wu able 
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to redact thdr inpport from a difly 
ftverage of I22J50 per penOD to lets 
thaam 

Mooey it * big issne for these em- 
ployment programs. Federal and itate 
govemmeDta wiD ipend more than )14 
billion this year on temcet to people 
with neota! retardation, primarily to 
thoM with aerere iropairmentt in intti- 
tutiont. A lobatantia) amount of Sup- 
plemesta] Sodal Seconty Income (SSI) 
payrnentt goes ipedfkally to unem- 
ployed woitera who are mentally r^ 
tarded. In aH 8 percent of our grou 
nationil prodnct n ipent on dttability 
programs, liany experts m the men- 
tal-retardation field beliere that these 
enormou costs are likely to skyrocket 
onless policies affecting the employ* 
ment of people -with mental retarda- 
tion chtfige significantly. 

Mental retardation is a problem that 
will not go away soon. One m 10 Amer- 
leans his a mentally retarded family 
member, and the rate in the United 
StAtes-5 percent of th^ population— 
(6 nulliOD Amcricans)-HS naing. 

As th^ pubBe burden of su >porting 
adults with mental retardation grows, 
so do the economic benefits of the new 



programs* Intensive, indiTidoalixed 
and ongoing training *jndM to be ex* 
pensive. But advocates contend that it 
is less expensive in the long run than 
total pubUe support A review of six 
supported employment programs in 
Oregon and Washington found that 
thtj cost 20 percent less than tradi- 
tkmsl day-activity programs. 

TVwning costs in the newer employ- 
ment programs range from to 
r,50D, but that is s one-time cost, af- 
ter which most trainees become st 
leut partially self-supporting. The 145 
clients of Wehman's cu mp et i tiTe em- 
ployment program have ean^ed more 
thsin 1900,000 during a recent ftve-year 
period and have paid )126,634 tn taxes. 
The average employee earned UfiM 
per year^-^slmost equaling the pubBe 
cost of maintaining a person in an a^ 
tivity center. ^ 

The cost of training is recouped in 
four years, and durmg a lifetime a 
worker will earn more than $10 for ev* 
ery dollar spent in tr ^mg. That pe^ 
son will slso contribute 1^ yearly in 
taxes. 

Despite the many argumenU favo^ 
ing widespread adoptioo of the newer 



en^ploymti^^raining programs, tbtrs 
are many obstadea, not the least «f 
which is the wtlfsre system. Many So- 
dsl SwnriQr eHgibOity nhs advQf 
prohibit work and thus ^seooract r»- 
c^ieota from taking a dMoes oa en* 
ploymeot trainfaig. Such dish icea tim 
font people who should have pvtial 
support to be cither oonpletdy self- 
sttpporCing or oompletdy dependent 

fieeent changes in federal law bow 
aUow severely disabled people to do 
paid work without fear of losing their 
SSI payments and Medicaid cligifaaity. 
But even with theee cfasngcs, aany 
more are needed. Rcf onniag the w^ 
fare system is such sn overwhehnbg 
task that some experte prefer woiking 
around it Special educator Biowd 
even advocates the eontrovtrstU step 
of snowing people with mental reiar 
dation to work for nonmonetary pay- 
ment-or even for free-when in dan- 
ger of being trapped by the Catcb-22 
of federal eligibtlity rules. He bebcves 
that for empkiyees, the unfairness of 
this approach is outweighed by the 
benefits of participating in a normal 
woriong life. The pubbe at large bene- 
fiU. too. by knowing that dnbility 
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PV»ent recipients »t least trying 
to girt Moething in rttern.** 

S«M ttMATdien and actirists arc 
focMiBg thdr efforts OQ ttate^I ra- 
tern. Becaaac a pioDMring 
at tha UuTenity of Washington 
abov«d that adofta with aoderate 
antal rttardation cooM soceeed io 
competitiTt cmpioTment, the state of 
Washington has now mads it public 
pofiey to rappott employncnt pro- 
graau for people with mental retards- 
tiOB. SUte foiM&g policies were 
chaagad in 1962 to aDow commimitj 
eoOtfes and other agendes to compete 
£or training funds prenoosbr restrict* 
•d to eoorentionsl ce&tets, 'which had 
littit interest b moving people out 
'^IW one chaoge in state law has had 
more fanpaet on adulta with mental re> 
tardation than anything else we could 
hart done,** saya James Moss, employ- 
Mt^niaing program director at the 
Uniwsity of Washington. broke a 
monopoly that profited more from 
koeping people on the welfare rolls 
thsa in getting them off. If this were 
to bap^ oationiride, the impact 
would be pheoomenaL" 

Efforts to proride bet:er job train- 
ing and woric placement for adults 
with mental retardation have a coun- 
teipart in the sphere of public educa- 
tion. Since 1975, children with handi- 
caps have been e&titled to free public 
•doeation. The first wave, nearly 
100,000 strong, is now fmishing school 
at age 21 to face an adult senrice sys- 
tem that prorides f.w options. But 
some school district/, are beg^micg to 
derelop progrumt to ready such stu» 
dents for the workp^sce. 

In Madison, Wiscoosin, a transition 
teacher and several rocationsl teach- 
on work doaely with community 
fncies to prov)de training, place- 
ment and foUow-up senriecs for stu- 
dents with mental retardation. Befo'V 
the program started, only 1 of the ds- 
tricf s S3 graduates with severe h'^nJi- 
caps worked in a nonsheltered envi- 
ronment httnce it begsn in 1979, 47 of 
61 graduates have found /(^ m the 
community. The program Mves tax- 
payers more than 13,000 yearly for ev- 
ery person working in a regular job. 

Est this program is still an excep- 
tion. Most school programs concen- 
trate on teaching the alphabet rote 
leaning and working on puzzles in- 
stead of 00 developing good work hab- 
ita and attitudes, according to Paul 
Bates, special educator at Southern II- 
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JLaworkerwith 
mental mardajion can 
earnmorethansio 

for every 
doilaroftrainjng. 



Unois University at Carboodale. 

TTiree achools in Montgomery Coun- 
ty, Maryland, are providing the k^nds 
of functions] tnuDiog essential for in- 
dependence. StadenU with mental ra- 
tardatM» spend about half of tadi 
school day learning how to ride public 
btti«3, ahop for food and cook hmcfa at 
daaamates' houses. Tlwy also attend 
school with nonhandicspped students 
their own age. One student, Joyce 
O'Mallcy, while living in a private resi- 
dential achool with autiatK and men- 
tally retarded chiklren, had hardly spo- 
ken a word. Now she sings in the 
school choir, gossips with her friends 
and works in a movie theater after 
school 

Tlw *1>ehavior problems" seen in 
youngsters with mental retardation in 
segregated schools often improve dra- 
maticany when they are surrounded 
by models of normal behavior. Jack 
Hanson's parents and teachers had 
tried unsuccessfully for 17 years to 
get him to stop drooling. But when his 
boss at a fasVfood restaurant told him 
that he would have to shape up or be 
fired, Hanson stopped drooling in no 
time. 

Good school programs sudi as these 
may supplant intensive job training 
for many adults with mental retarda- 
tion in the future. Tltey will also help 
notthandicapped youngsters learn 
more about people with mental retar 
datijn. Speaal educator Brown uys, 
"The best way for [all Unda of people 
to learn] to function effectively with 
people with severe hsndicsps is to 
grow up snd attend school with them." 

Such experience is even more crucial 
for those nonhandicapped students 
who will one day have children with 
mental retardation, uys Browa In his 



view, they may be better prepared 
than many parenta today wbo are 10 
to 35 years old and have never seca a 
peraoo with a seven hao£eip eietpt 
on a poster or a teletfaoQ.** 

Spedal educator Tnxk liusdi, of 
the Uaivertity of nfiaoig» is counting 
00 today's parenU to pqsh for ade- 
quate programs for their efaiUreo with 
hsDcfiopa. "PareaU have always beea 
the greatest reformers b this coon- 
try,- he aays. TVy shook! find oc: 
rrhat kind of vocatiooal program their 
schools plan for their children, and 
make sure that. the education pro- 
cess results in neaaingfu] cmp^y- 
ment upon gradoatioD.'* 

The innovative trainbg programs 
described here, b« 4 for adults and for 
youth, make up only a tiny fractkm of 
those available. But they provide a 
powerful demonstratkm that, with 
help, even people with severe handi- 
caps c«a move f^m the wetfue roDs 
to the employment roQs. next 
step, in the view of advocates for this 
lut minority,'* is to see that in the fu- 
ture, audi programs are in the major 
ity. Both humane at 1 economic eonski- 
erations argue in their favor. 

"Before the introductioo of substan- 
tia] welfare [benefita], it was questkm- 
able whether this society couU afford 
to train its mentally retarded people 
for employment," says educator Sow- 
era. Today it is clear thatsc< «ty csn- 
not afford not to r^ovide such 
training.'* n 



Bereriy UeLeod ts a fntUnce Moeoce 
writer in SMatc Ckrt, Qdifonik. 
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For free informatiott oo mental 
retardation and reaeareh progress, 
write or call: 

Office of Re&eardi Reportittg 
National Institute of Qukl Health 

tad Human Development 
3uiVli&gSl Itoocn2A32 
1000 RockviUe Pike 
Betheada, Maryland 20206 
(901)49^183 

For iafomatkm oo supported 
employment prograjna. write to: 
G. Tlwmu Bellamy 
135 College of Education 
University of Oregon 
Eugene, Oregon 97403 
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SERVICES FOR INFTtfTTS WTIH SPECIAL NEEDS IN CALIPOPNIA; 
CVEPVII« AND RBcrwEwycrxcNS 



1\ t% 

Infant Dcveloiiment Association 

3750 Mtitn Lulhn Kinb Ji Biaitwd. Lm Anjtin, CtUonu 900M 
MUCH, 1983 
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Purpoae of Report 

This report is intended as an introduction for professionals, 
parents and other decision makers. It describes the many infants 
in California whose special developmental needs warrant early inter- 
vention services. It describes principles, organization and pro- 
blems common to several hundred, very diverse infant development 
programs in the state. 

This report also is intended as a strong statement. It docu- 
ments our knowledge of and belief in the value of infant develop- 
ment programs. It identifies the problems of funding and coordina_ 
tion which limit the preventative potential of early intervention 
in California. 

Authors of Report 

The report is based in large part upon "A Report: Task Force 
on Funding and Quality standards For In*'ant Development . This reixjrt 
was prepared in 1977 by seven director*; of Bay Area infant prograins. 
The state is indebted to these seven people for their conwiitment and 
clear statements which still hold true more than five years later. 

The Task Force Report was reviewed by hundreds of people in- 
volve with early intervention programs around the state in 1982 
updating those areas in which our knowledge has grown. Through ' 
the Northern California Infant Network and the statewide Infant 
Development Association, contributions to this report have been 
made by those wo^-king with infants and families in programs in 
private, non-profit agencies* hospitals, public schools, universities 
and child care programs. These programs serve the diverse population 
and cultures of California, urban and rural, rich and poor educated 
and not. General consensus from so many diverse programs identifies, 
in the following pages, what is really essential to helping the 
infant with special developmental needs attain full human potential. 

Copies of this report are available at cost by contacting the 
Infant Development Association at 3750 W. Martin Luther King Boulevard, 
1,08 Angeles, California 90008, (213) 290-2000. 
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Within th« Ust 15 ywri in California, infancy bat been ra- 
cognit«d as a critical tin* for the treatnant and prevention of 
b«ndi capping cooditioc*. Unique cowmmity prograaa have been 
created to enhance the developmental outcomes for babies with develop- 
Mtntal disabilities, or who are at hiah risk because of nedical 
probleiwi (such es prematurity) or environmental problems (such as 
child negl4ct) . Known as infant development or early intervention 
prOQ*>aM* these services have taken different shapes in different 
settings. Though they differ in many ways, infant development prc- 
graam share a common purpose: to help the baby with special need* 
attain full developmental potential, and to aid the baby's family 
in accepting, caring for and teaching the special baby. 

Concern for the developmental ly disabled and at rick Irtfant 
cones from many different perspectives, professionals and agencies. 
AS a result, infant development programs in California may be found 
in a variety of private non-profit community agencies, in public 
schools, in hospitals, in child care settings, in parent sponsored 
organisations, and so forth. Responsibility for services to infants 
ctir rent ly cute across a nuirber of major state agencies in California 
(Health and Human Services, Education, Developmental Services). In 
many coesminities and for certain types of special developmental 
needs there are no services yet available. Th^re ip growing aware- 
ness of the n^ed for a statewide plan and approach which assures 
the availability of aj^ropriate services for infants with special 
developmental needs and their families. Many other states already 
have state plans and comprehensive service systems for this population. 
He believe that infants with special reeds in California also have a 
right to services, 

Evld#no#» o f gff^icttveneaa of Earlv IntervennlgP 

A growing body of evidence sup^/orts the benefits of «arly i"^*^' 
vention for children with special developmental needs. Although 
initial costs of these programs are high, they result in long-term 
gains to society, both in dollars arid in human potential. 

weikart (1980) calculated a 248 percent return on the cost of 
two years of preschool in reduced special education costs 'nd in- 
creased liftime projected earnings. A study by Hood (1981) found 
that the osts of education for handicapped children increase as 
early intervention is delayed. She found sustential cost savings 
when intervention begins at least by age two, and maximum savings 
when intervention begins at birth. 

savings cf human potential are even more significant than dollar 
savings. Many children can achieve higher levels of academic and 
social functioning, -and some who would have required intensive special 
education are able to progre-o in regular classrooms with little 
special assistance. Many of the children benefitting from early 
education programs have been found better able to go on to be happy 
and productive members of their family and society, instead of being 
relegated to institutions as they were just a few decades ago. 
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The benefits to society of early intervention ar^ not limitea 
to increased academic potential of the infant with special needs. 
As the Comptroller General's Report (1979) stated: "The costs of 
preventable infant mortality, mental retardation, handicaps, child 
abuse, emotional handicaps, and lost human potential cannot be 
measured in dollars... We believe effective early childhood and 
family develop:nent programs can reduce those problems" (pg. 79). 

These and other studies of the efricacy of early intervention 
have be3n reviewed in several recent publications. These includes 

Early Intervention For Chi3 jjren .With Special Needs 

and Their F9n'.;Ues; Findings a nd RpcommPadations , 1981 . 

A monograph prepared by INTER-ACT, The National Committee 
for Services to Very Young Children with Special Needs 
and Their Families. Available from the Technical Assistance 
Carolinr"275ir^'" ^'^'^^^^ ^^^^ Plaza, Chapel Hill, North 

2. Ihg^fLlggcY and Cost Effective ness of Early Egar^tj nn 
fgr H^ndigW?*? infants and Preschool rhi\^ rt,n. 1982. Avail- 
able from the California Department of Education, orfice of 
Special Education, 721 Capitol Mall,. Sacramento, California,, 95814. 

3. Benefits of Earlv Tntprventlon fgt- Sp»<;.< Ql children . 
ISfii. by Pamela Bailey and Pascal Trohanis. Available 
from the Technical Assistance Development System (TADS) 
500 NCNB Plaza, Chapel Hill, North Carolina, 27514. 

4» Infants Born At Ri^k. Tiffany m. Fields, et al (Eds.) 
New York: Spectriim Publications, 1979. 

5. Policy Considerations Related To Early Childhood 
Sp?c4g^ Ejugqt^iQp, 1982, by Barbara Smith. An ERIC 
Exceptional child Education Report. Council for Ex- 
ceptional Children, 1920 Association Drive, Reston 
Virginia, 22091, 

Evl<?ence of the Need For Early Interv e ntion Services In Califom^^ 

Four recent surveys and studies document the unmet needs of 
the special infant population in California. The first comprehensive 
statewide survey of programs serving infants with special development- 
al needs was completed for the State Council on Developmental Dis- 
abilities in October, 1981. This survey identified 190 programs 
which were providing developmental/educational intervention for 
6000 predominately disabled or handicapped infants, and 99 programs 
which provided developmental assessment and follow-up services for 
predominately at-risk infants. 

The Developmental Disabilities Council survey concluded that: 

1. "Providing services to developmentaily at risk and 
delayed infants is a complex endeavor requiring the in- 
volvement of medical, developmental, educational and 
psychosocial professionals". 

2. "A general model for proving infant development 
services is shared by a majority of programs serving 
these infants". 
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3, "A majority of programs indicated that funding was 
usually inadequate both in amount and in duration". 

4 "If services are to be sustained and improved , the 
issues of funding, interagency coordination of s-ervices. 
transportation, physician referral, and parental acknow- 
ledgement of their infant's problems must be addressed". 

A second statewide survey was completed recently for the 
California Department of Education of h:Jndicapped infants and pre- 
schoolers being served by public school programs. In addition to 
analyzing types, costs and availability of special education 
services, this survey attempted to project the size of the unser- 
ved population in need of such services. It concluded that only 
a small fraction of infants in need of services were receiving them. 

A third survey was completed on behalf of the Northern California 
Infant Network in September, l'*d2. Using a conservative estimate of 
2% of the infant population as developmental ly disabled or at risk 
for developmental disabilities (by school age an estimated lOX re- 
quire special educetion) , this survey found that at best only 40t 
and more likely only 20J; of that 2% were receiving early intervention 
services. The survey also discovered that services were fragmented 
and isolated, and that even a list of early intervention programs 
did not exist. 



A fourth relevant study is a report prepared In june 1982 by 
Maternal and Child Health on the High Risk Infant Follow-up Project. 
This report summarized results from nine model programs which provided 
home intervention for high risk newborns leaving Intensive Care 
Nurseries between 1978 and 1981. The report concludes that home 
intervention can result in a savings in hospital costs ner baby of 
$2,118. A second conclusion is that home intervention is a "valuable 
service in providing medical, emotional and educational support to 
the high risk infants and their fanjilies, which in turn, promotes an 
atmosphere where the infant can develop to his maximum potential. 
Incidents of child abuse, neglect and improper care are greatly re- 
duced...". The report recommends expansion of home intervention 
services statewide to an estimated 10,000 high risk infants. 



In summary^ each of the four most recent surveys or reports 
on services to infants with special needs indicates: 

1) there are a significant number of developmentally 
disabled and at risk infants whose needs are not being 
met; 

2) additional funding is needed to serve those infants 
appropriately; 

3) better coordination of services to th-..s infant 
population is also needed. 
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Survey y ferenc^s 



A Statewide Survey of CTalifnrnia Progr ams Servin? 
Infants With Developmental Needs . October, 1981, , Richard 
Weisbrod, Reseach Consultant. State Council on Develop- 
mental Disabilities, 1600 9th Street, Sacramento, Ca. 95814. 



Early intervention - a Working Paoe r; Baseline information 
on E^tlv Intervention Prog rams in the California Public 
Sg^po; system, 1981. Available from Planning Associates, 
2011 Carol Street, Su.^te 4, P.O. Box 549, Merced, Ca. 95341 
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INFANT POPULATION SERVED 



Who Is thp Tnfant With Spertal Develo p.nental Needs? 

In simplest terms, three categories of infants can be identified 
as having special developmental needs, though these groups frequently 
overlap. 

1) the developroentallv disable d, dplaved or handicapped 
infant . These infants are the primary recipients of 
early intervention services. These are infants with 
identiried congenital disorders, sensory or motor impair- 
ments, neurological dysfunctions or significant delays 

in one or more major aspects of development (cognitive, 
language, social-emotional, gross and fine motor develop- 
ment, adaptive self-help) . Atypical developmental 
patterns create special needs which may continue through 
out the children's lifetime, requiring special education 
and community support. 

2) the medicallv or biolootcallv at risk infant. This 
is the infant for whom early health factors are known 
to be a potential threat to developmontal outcome. The 
significantly premature or otherwise chronically hospital- 
ized newborn is the most frequently found medically at 
risk baby, though other medical problems can also re- 
sult in impaired developmental outcomes While many of 
tnese b.^bies have a higher risk of subsequent developmental 
problems, the majority have the potential for normal 
development. 

3) tht> environmentally at-risk infant . This is the 
infant for whom the postnatal environment, and specif- 
ically a dysfunctional parent-infant relationship, threat- 
ensthe infant's developmental outcome. Environmental risks 
may include child abuse, child neglect or an inability to 
provide the nurturance which an infant needs to attain 
optimal development. 

EliQibUitv For Early Intervention Services in Ca lifornia 

Eligibility criteria constitute a key concern for infants with 
special needs. Different state sources of funding impose different 
eligibility critei ia on early intervention programs. As a result, 
an infant eligible for services m one area may not be eligible for 
the services which exist in another. A second result is that certain 
types of infants, even with known handicapping conditions., cannot be 
served m some areas. 

According to the statewide survey completed by the Developmental 
Disablities Council cited earlier., the majority of intervention 
services for infants with special needs are funded through the Region- 
al Center system and the state Department of Developmental Disabilities. 
Eligibility is based on meeting the state definition of a developmental 
disability, though some Regional Centers are funding services in a 
high risk category. 
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A second major provider of services to the developmental ly 
disabled or handicapped infant is special education. Special 
education for children under age 3 is permissive rather than man- 
datory under Californ'a's State Master Plan For Special Education. 
Where infant programs are found in public schools eligibility is 
determined by ''intensive educational needs'*, specific eligibility 
criteria for infants and preschoolers under four years, nine months 
to receive special education have been implemented recently by 
trie Department of Education. 

Other services for infants with special needs are available 
through the health department. These include the High Risk Infant 
Fol low-Up Projects, referred to earlier, which have specific eligi- 
bility criteria. Other services are available to CCS eligible 
infants, including both handicapped and "normal high risk" infants 
who meet relevant eligibility criteria. 

Still other eligibility criteria exist for handicapped and 
environmentally at risk children who receive childcare/child develoi 
ment programs through the Office of Child Development in the De- 
partment of Education. Private charitable organizations provide 



Gaps in services and chronic funding problems result from 
these different eligibility criteria and service delivery systems. 
These are two major current problems in services to infants with 
special needs. A third major problem is also related to eligibility 
criteria and funding mechanism: services are not adequately pre- 
ventive. Special education services and many Regional Center funded 
programs cannot admit n baby unless and until clear handicapping 
conditions are diagnosed. The at risk category is generally avail- 
able currently for services only for infants who are ICN graduates. 
Many infants with emerging delays and a variety of other risk factors 
which are likely to result in delays are ineligible for services 
when services might prevent some or these problems. Diagnoses and 
the extent of handicapping conditions may not be certain during 
the first years of life, so greater flexibility of eligibility 
criteria are needed than in later vears. 
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PHILOSOPHY AND STRUCTURE OF INFANT DEVELOPMENT PROGRAMS 



Although there are differences among early intervention programs, 
a basic philosophy and model distinguish these programs frCTn other 
services for young children and families. The commo j components 
of early intervention for infants with specia] needs are as follows: 

1. Infant intervention programs p;:ovide assessment and 
treatment designed to enhance the developmental progress 
of the infant with special needs. 

2. Infant intervention focuses on the individual needs and 
strengths of the infant, and on every factor which influenc- 
es those needs and strengths, including health, physical en- 
vironment, family relationships and so torth. 

3. Infant intervention programs modify the environment and 
experiences of the infant in order to match the infant's 
developmental stage and then promote progress to the next 
developmental stage . 

4. Infant intervention programs make active efforts to 
involve the parent in planning and providing the develop- 
mental program for the infant. Mos', are family-centered 
rather than child-centered. 

5. Infant intervention programs provide emotional support, 
guidance, information and counseling to the parents in order 
to enhance their resources for caring for an infant with 
special needs within the family context. 

6. Infant intervention programs generally provide a com- 
bination of home and center-based services flexibly se- 
lected to meet the needs of infant and family. 

7. Infant intervention staffing and services are generally 
multidisciplinary and frequently transdisciplinary, com- 
bining education, nealth and psychosocial expertise and 
GervicG.> . 

8. Infant intervention programs rely on staff who are 
infant specialists, with expertise in normal and atypical 
infant development, and in work with families. 

9. Infant intervention programs are usually small (10-50 
families) and reflective of tneir community's composition 
and needs. 

While there are different service components and approaches 
within this general model, basic and minimum requirements for high 
quality infant development programs can be i'^.'»ntif ied: 
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Xi stiifflnq 

hi Structure and Qu alifications 

1. Staff should be infant f^ev elopment specialists , 
with expertise in normal and atypical child develop- 
ment* appropriate intervention techniques/ work with 
families, and relevant community resources. This ex- 
pertise is obtained from higher education, inservice 
training and/or working experience with the birth to 
three year population. These competencies have been 
described recently in a monograph: Basic Competenc- 
ies for Perso nnel In Early Intervention Programs ! 
Guidelines for Developmen t. Prepared by INTER-ACT, 
The National Committee for Services to Very Young 
Children With Special Needs and Their Families. 
Available from TADS, 500 NCNB Plaza. Chapel Hill, 
North Carolina, 27514. 

2. Staffing should be multidlsciplinarv , combining 
essential developmental, psychosocial and health pro- 
fessionals and services (either on staff or through 
active coordination with other agencies or profession- 
als) . The variety and balance represented by these 
major categories is imrortant. Available professionals 
should include, a) peiiatriclan ard other physician 
specialists as inaxcated; b) public health nurse; t) 
psychologist; d) speech and language therapist; e) 
developmental or educational specialist; f) physical 
therapist; g) occupational therapist; h) social 
worker; j) nutritionist. Not all of these need to be 
on staff but all should be available at least on o con- 
sultant or referral basis. 

3- Staffing should be transdisciolinarv . using a team 
approach in assessment, program planning and review, 
and service implementation. Since many families of 
infanfcswith special needs suffer from fragmented/ some- 
times duplicatei services, multiple professionals and 
agency involvements, and conflicting advice, one staff 
member should be identified as the primary and consistent 
intervener, if at all possible. The primary staff person 
then incorporates the skills and ongoing recommendaticns 
contributed by each team member into the individual 
infant *s program. 

4) The parent must be enabled to ht^ an active, oar- 
ticipating team member. Studies of the efficacy of early 
intervention show that programs are most effective whe.» 
the parent is an active participant in the planning und 
implementation of a devolopnental program for their in- 
fant. Parents and family are the primary developmental 
influence during the infancy period. Parents are the 
best bource of information about their baby. The ob- 
servations, values, needs and role of the parent are 
essential team contributions. 
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ff- Tunctiong 

1. ifiitial and ongoing ^tvaluatlong of each infaint ihO^Xd 
|nelu<s<> approoriata a a«e«m<nt|i bv the davelomnental, 
pgvehoaoci*} and naalth taam members. When appropriate, 
the infant should b« seen by the team together rather 
than by each mendser separately. Staff must be sensitive 
to the optima] assessment process for esch infant and 
parent • 

2. fjn initial and ongoing prog ram plan should be 
ijgvftloped bv the team fo r each infant, vith the parent (s) 
participation . The plan should include general develop- 
mental 9oal8 for the infant and needed services for the 
infant and family. Parent (■) should get copies of 
written assessments, reports and plans. Formal and in- 
formal staff and parent-staff conferences should be 
scheduled to keep the IPP u > to date. 

Oth^tr Staffjpn Considerations 

1 . jyym Staff s hould reflect (but not Unit^<?<? X<i) 
jihe ethnic comt>ogltiQn of tht, community iv SSnss.' 

2 . onaoino inservir e training^ coTitinuina education 
and staff support should be available to staff to 
maintain professional cocDpotencies and effectiveness. 

II. service Delive ry System 

1. Most effective infart develop ment programs will 
include both home and cent er based components. Home 
programs are essential services during the infancy 
period since they provide individualized time with 
each infant and family. Home programs deal with the 
infant and family in their own environment, and reach 
out to all families. Center program components can 

be equally valuable in opportunities for interactions with infants and 
families and program staff. Group programs often 
offer opportunities for formal and informal parent- 
to-parent support, which can supplement and coroplemek.t 
i;taff-to-parent support. 

2. In home and center service components, a family 
rather than child-centered approach is needed. The 
whole family is part of the Infant's learning environ- 
ment and should be recognized as such in the Infant's 
program plan. 




ERIC 



291 



i, — Hoiw-Bttged Coitipon^n^ 



per child per week most satisfactory. 

fnrl^SP'^^ "^^ ^ ^" ""^ ^^^^^ 

progrels;""" °^ ^"^'""^ behavior and developmental 

^g<?g ; ^tnn qn<? deyn<?nftt;rnt1gn of developnentally 

appropriate activities for the infant which ^ 

involves parents, siblings or other primary 

caregivers; *^ ' 

^grf^jg^^^ Y^^^ Parftnffi, siblings and other 
"^^^^^T^" ^'^'^^^^ positively reinforce 

i?th\rbfb;r'°'^"'''^'^' ^'^^^^ -'^^ activities 

ff.!""?,^!^^" °^ D^irpni-^T related to 

r^^ ^nn'*''^*2^ ^^^J^^^' ^ '^^'^^ Problem solving, 
Iht S^SS?""^ for the parent in coping with 
the baby's special needs. 

<-onBlf(tent hom^ v^«H?- (usually the 
in frr^''^ the program should work wi^h each 
T^^hLJ^^t o'^ooi'^a relationship can be formed ! 
^sitrbv^'ntw^^^'^ coordinate Joint or individual ho^e 
visits by other team roeiAers as needed. 

=n ss^^^.^r.r:n-a^t.!° ------ - ^iij^s; 

home pyoqrflfft should make k ^i-k of dIav m*i.«^<«io 
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-«>n^P*,n^.5ed Components 

Center based proarom components Involve brln<?lna the child, with 
or withSufpa^Int to Vcentral facility. The center may be in school, 
S^dTcal chS^ch or other facilities. Accreditatior./licensino standards 
?^r |«ilimes and staff unique to in'ant proarams need to be developed 
and applied across agencic-s statewide. 

Important components of center baard programs include: 

1. fi<i ?ou«te phv ffical facllitv for center activities 
which includes, 

a safe, adequate and appropriate ineoor and 
outdoor activity space, organized and equip- 
ped for an infant population, and with ade- 
quate storage space. 

b. small rooms or partitions to permit quiet 
individual work with each infant 

c. availability of kitchen and bathroom facilities 

d. observation arrangements which may include a 
cne way mirror and/or plans for incorporating 
visitors into group activities 

e. office space for staff whioh allows for privacy 
in respect tor client confidentiality 

f. discussion and meeting space for parents and staff 

g. a lending library of toys and books for families 

2. Transportation is advisable either by bussing, car 
pools, volunteer drivers or by some other way that makes 
the program accessible to all families. Including those 
without cars, or uccess to public transportation. 

3 Parent participation should be encouraged on a regular 
basis. Through regular partlcapatlon parents can: receive 
assistance m working with their own child, learn about 
other children, talk with other parents, interact with 
staff, and offer information about the child. 

4. Opport-nni rlf re.stxite for the nnfftnt . A 
center program can offer the parent needed respite from 
constant care of an Infant »^lth special needs. Depending 
on the needs of the infant and parent, and resources of 
the program, respite may be offered for the whole dur- 
ation of the program or fcr brief periods during the 
program. 

5. A dequate ad u U? infant ratio . Depending on the develop- 
mental age and needs of the infant this will range from 
one infant per adult to no more than four-five infant per 
adult. Adults who make up this ratio can include staff, 
parents, consultants, paraprof esslonals and volunteers. 

but there must be adequate planning, training and super- 
vision by staff, each Infant should have opportunities for 
individual developmental activities with staff. 
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£i flexible Delivery n f Serv ^r^Q 

s.cces""f*'e«^?y^n^:^ventton"rir?nL'n^ '° Preventive 

their fellies/ Funding mechan sL acros, sJate^'f^'^'J ""''^ ""^ 
mlt such flexibility. Currently these^^h^^? agencies must per- 
pri.ary deterrent ef fective^e^^Jrtn^rDln"^ fon s^^^v^ce^s! ' 

t S^^i^lg'S^nn t^ ons of ex^nrortypHfT^?^ """^ 

:x\-it^n^rre-M^^^^^^^ 

iS-uffc!i!:M 

^^Kchrj^~ 
r.t^ -^^r^o-idtlLl^l^^^^ 

will ch«r.ie ,s the child g"s older'" 

for the parent as w»li as^h» ^SfJ^ intervention services 
provided: and thi times at wM ^^ J^ "'^ "^^P^* services 
vided Should be dete™ined/i"'=par^°"v't^»""%'-"%''"- 
f»mily. The cormitment to involvl wrents fH^^^f °? "^^^ 

f" Sflf^r^n'lS^s' ^^d^^ -be^s':ry"^|,^r^e"^::e"^^ 
canponents!^ """^ ^"^"^"^ '--"^ ««'^e"d service 

rLfTf^^^ff^ ^^ - P^^!"2 i nv ol vement ..... 

most from^rt cfpL Sn in an^lnf Lr'n"" '^"^"^ 

While all ^rents'^^^ouJd Se involved PJ"""- 

involved x„ different ways at d°ff:r;nt times' '° 
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5) ^f jyicffn Trust be flexible crisis and family 

ftv#nt« v^-jgh are no t; uncor.xrTK?n to infants wj^h gPCCXftl 
^nd ^^^g^r fipnllies. Funding models must permit 
programs to v^rV their services to families wh«n needed 
to accomodate such events as: 

a. hospitalization of the infant 

b. personal, n«»rltal and other family crises 

c. respite care, temporary or permanent out-of-home care 

d. death of the infant, and the need for continued 
support to the family 

e. family needs for a temporary reduction in outside 
agency involvement 

f. birth of additional children 

g. parent needs to return to work 



6) Different 8orvic#> models are needed, which corre s- 
pond to i '?gptUI?<^ Infant, family and community n^edp. 
Funding models must support the availability of different 
service models. Infant development programs are most 
effective if they remain small (10-50 families) and re- 
sponsive. No single program can provide ?11 services 
to meet all infant and family needs. Instead different 
models which provide different types of services need to 
be encouraoed and supported. No single model should be 
established as the only servic for infants with special 
needs and their families. 



TTT. Parent Involy ^niQnl^ Component 

While research has shown that parents mu«t be active participants 
in order for an early intervention program to be T^^^/"^^^^^^;. 
parents may be active in many ways. Parents should ^« .f^? nJ^?f.r<-«hlei 
but not forced to participate in as many ways as they feel comfortable: 

1) home-based developmental activities with the irfant 

2) center-based developmental activities with the -"^f"^, 

3) center based developmental activities with other children 

4) individual and group counseling 

5) informal parent support groups 

6) parent educa-cion programs 

7) social affairs with staff and parents such as picnics 

and pot luck suppers 

8) participation in infant assessment, program planning 

and evaluation 

9) loint participation with o'-her primary care providers. 

including other parent, grandparents, child care providers 

10) membership on program's board cf directors or advisory 

committee 

11) community education and f'jndreislng groups 

12) making toys and equipment for the prograni 

13) partldpatina in advocacy efforts for services to 

children with special needs 
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^ — Record Kg ftPinq ana Evaluation compon^n ^jt 

paperwork requirements should be kept to a mini 
lle^ulte r^L?rf ""^ f ^'^'^ ^^-vice delivery r 

?o^hrqua!?t^rof%%^r^r:Sra:r'"'^"°'^ ^^^"^""^ ^-p— ^ 

H ^^'^p^^'f nf infant i,<T«^«o.^ppt .«,, n r rv lr n t i n n ri hu 

^^fn^fir ^^fS*^*'^^^^^*"'' preschool programs and other 
agencies providing services to the infant! 

^L. ^l"^^^':"^^"!!^^ part. irinat inn inf;.ni.« ^ p a famill^« 
y^f^ bp protfrt l ft fl. No records s hould be shared without 
the written consent of the parent. 

assessments. IPP's and longituJ.nal follw-up as iell 
fL^ "^^^^i'^^ indicators (both formal and i^form^r 
-'^^P^'^^l^'se^;^^^^^^^^^ satisfaction .nd participation 

Community Involvement by the Infsnt- rto„oi 

essential in order to: educate pro^es^^^nfl^ nnS" P^OS"™ is 

puce^ntso. ^^^t^i^ ^-ll^l^^^l-J^^^ 
L^H.'^iL'"/^?^ Pronrr>m must m^w^ efforts tn .h„.... 

2) The ipfant pr^^rp^p , should ^e^* ^*T^ nhvsiciAnQ «*.u 
agen cies c^r^wn^ f hr i.ir.. i r r P"Ys^ci ans and othPr 

Sflf fsn? written consent ot the parent coplis 

"cin^S^^senfrrrrtl^r^bl^Ts!''^"'' ^"^ "^"^^^ ""'^^ 

titl re-fo^-^^^^^a^rsr^S^tA.-^"^^^ -^"^^-^ -"^^ 

.f^fj^ ""' """"^ "'^ other program" The 

anlTar:L"st"both''" "--s mfant^'Inl^r^Ily^^Las 
ment%^:c^r^r„?°-.,,„J-'^-^„-'^^PO-^^ 
transition.-!! prooram suoqestion- ^ecoras, and 
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1 A comprehensive coordinated state plan must be developed 
which establishes a local planning process for families 
with special needs infants birth to 3 years. 

2 Appropilate infant development services for any child 
with special developmental needs must be made avail^ible 
in all areas of California. 

3. infant development programs need a stable and sufficient 
fiscal support base to sustain adequate staff and pro- 
gram quality. 

4 Coordination of service delivery systems is needed to 

eliminate gaps in service and delays in entering service 
system* initially. 

5. Quality standards need to be emphasized r^cross all agencies 
providing services to infants. 

6. A variety of program models need to be available to meet 
the needs of individual families, 

7. Funding must permit services to infant and family, not 
Just the infant. 

8. Referral and eligibility processes need to be streamlined 
to minimize the delay in services. 

9. Quality standards for staff composition and competencies 
should be de/eloped. 

10 State and local planning of services for infants with 

special needs must involve service providers and parents. 
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Prepared Statement of Margaret Burley. Executive Director, Ohio Coalition 
TOR THE Education of Handicapped Children, Worthinuton, OH 

offAHn^^-T";- ^^'^^'^ Committee: My name is Margaret Burley, I am 

?il testimony in my capacity as Executive Director of Ohio Cloalition for 

the Education of Handicapped Children, MR/DD Legislative Coalition^ fbr thi 
Board 0. Directore of National Parent CHAIN. Mytestimony wijl addr^ several 
S HfiT^H^"*" *i! •^«?di««PPed child has on the^flS ly In^d^to. 

«rP ii^i? ^'^"^ how public policies of dealing with individuals with handicap 
femifv f^n^nl" j*«y?,«hich only aggrevate the pressures put on the individual 

wWch^' if ?„1^^i'^l" ^T'"^ P^'i'^y «n<^ P««ram directions 

which, it follow^ through upon, could relieve a great deal of thi pressure now 
weighing on hundreds of thoi'--jnds of citizens nationwide pressure now 

f.r^^y.^ u T'" '•^e Ohio Coalition bring me into daily contact with parents and 
m^nv dHTii^'^''!>fu'^"^'TE^ ''^^'.'y This permite me to see a g^t 

S^hlm f^ir?; Although all have the r own unique elements, there is usuallfwie 
familj handling the pressures put on the entire 

..IhtJ"^^^ ^ '^^^^^ ^'•^ disabilities in our society are a tremendously 

^^^TVr""^- ^ '^'".'•y ^l^^^l stronger than ever or as happ^^, ^ 

^f^n:, ' f?f" ^^^^ ^^^y ^P**^- The more you try to be a part of 

that child s life the greater the stress that must be dealt -vith. ftarelv doM that 

Si^^/tffinv^"n 'i'™^^'" fr T"' "^^^ « choice MTveen^tastlS' 
tionalizmg their loved one and keepmg them either at home or in the local commu- 

Since the early 19th century, our society has placed a heavy emphasis on institu- 
thTmf physically and mentallv disabled!^ This was a radic£ de^rtuHSh 
^L^Tf^htT^ approach taken by tHe colonists. In Colonial times, the institudon 
ZTrll^^JZZ^r^- Those with mental and/or physical disabilities li^^ n and 
n community. This was true for orphans, the poor and criminals 

tTes^ia^oc^Srum^^ ^^""^ ''^^ individuaPwithin theMSfdTb^^ 

Zf^r^L^to^t^f^'r'^'^ '^"^ groups. The^ Ke thT^urce of 
great pnde. Monuments to American ingenuity and efficiency. 

H»ti„„ *L * if ^'•^ disabilities, especially at the time pre- 

On one hand it meant freedom from the personal and economic 

fJ'^ l^^u' ""^ .'^'"'•y ' '"^ced our docision, things were not that much dif- 
Sh^ti '^!}"^^ *e d<Sors tDld L our^n Tom 

^ Ini(^llJ wl'/ff ^ damaged, probablv his whole life, we were devastet? 

ed. Initially we felt a sense of loss. The dociore recommended that both for the famr 
les sake as well as Tom's h 9 be placed in .n institution to live out his life T^ey^it 
a would spare us tremendous heartache as well as financial troubl^ if we ga4 up 

Th^d^^w^p.^'^irtlln'fS' l^ow how wr ever decided to t.y to raise Tom oureelves. 
iioL^ » ! certainly stacked against it. The arguments in favor c' 'nstitutional- 
pation were very compelling. Our son would be cared for and we couVu Xime 
Imng a normalfife. wTcoufd be a normal family as our o«ier th^LSr^ h^d 

^n«}^^« W.^^ ^f^"'*^ P"!*?^^ ■•' long hours of Xnding tTTom's S 
sonal needs. We would not be face-i w th a choice of stayine home or exoosini? r^r 

otr'^u^al^'ftrf-'n '"^'^ c«:nmunity. Our sons an^'dluft r wo Wavl Zd 

iZ^t d^v n^?h."n^^'^^^ ^^^'"^ tA"**" of attention 24 

brother. ' "'^ "'""''^ *^ "P ^ *e children, a 

At that time there were few iltematives to either the family home or the institu 
habnitet^; inrf'^^''^ *^9hild home and assumed full rW^nsiW i ffor the^ 
S5 ""^^ •^l'"<l"'shed the family member to ttie state run insti- 

tv A'^nnSfit 'iu^'V'l °^ Medicaid program which was part of the Social Securi- 
Hvrlvlil ' *^f^ies we.j presumed to have total respoMibility for tiieir f^pec- 
tl!e SE^^uITv''^^."'^'?'- ^"i-"'^ and concern Huctuated frem stat^ 
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formity and quality assurances. Chapter 42 of the United States Code sets out eligi- 
bility criterion which, if met by the state, can net the state about a 50% match 
money from the federal government. ^ ^ , _ 

Unfortunately for the family, most of this money is targeted for institutional care. 
Two of every three dollars goes for hospitals, skilled nursing facilities and Interme- 
diate Care facilities. In 1985 it is estimated that of the total mwii^d buc^^^^ 
$40762 billion, 25% ($10,325 billion) will go for hospital care, 13% ($5,389 billion) for 
skilled care facilities and 29% ($11,975 billion) for intermediate care faciliti^. The 
priority is still given to the funding of institutions and public policy usually follows 
the funding priorities. ^ « j- j r«u:ij^ 

Families have been able to utilize the Education for All Handicapped ChUdren 
Act of 1975, Public Uw 94-142, which requires greater intervention by the public 
schools. The theory and philosophy of Public Law 94-142 are irreproachable^nfor- 
tunately, the burden of actually enforcing compliance falls on the parents. Otlen at 
great financial and emotional cost. . o j 

More help may be on the way for families. This session, the Community and 
Family Living Amendments, S. 873 has been introduced in the U.S. Senate. The 
thrust of this legislation is for the federal government to shift its Medicaid subsidies 
from institutions to community and home based programs. As I stated earlier, cur- 
rently a person must usually be in some form of institution or faality to benefit 
substantially from Medicaid. Most community or home based prograiM are funded 
through state or local dollars. Over a 15 year period, S. 873 would shift Medicaid 
funding exclusively to community or home based programs and require the states to 
be solely responsible for funding institutions. ^ ^ * 

Other incentives are appearing on the state level. Two years ago, Ohio started a 
program called Family Resources. It provides reimbursement for families who have 
a qualifying family member for whom they must purchase adaptive equipment or 
special foods. The cost of family counseling and respite care can also be reimbursed 
under this program. Respite care permits the family to take a break or a little vaca- 
tion from the rigors of raising a handicapped child while ensunng the child has aU 
their specialized needs met, A day off every once in a while can do wonders for taU- 

^"prog^ams like Family Resources or those proposed by S. 873 represent the future 
of this field. We need to move back toward what came so natural to us m the tirst 
place, assisting individuals within the local community. It is not only more humane 
or cost effective. It is what comes naturally. , j ■ u -^u 

We must stop forcing parents to break up their families when a child is bom with 
developmental disabilities. We should encourage them to take as large a roll as pos- 
sible in raising that child. We should supplement their income as an mcentive to 
keep the child at home. We also must create readily available community based 
sei-vices to meet the child's needs. , , , 

We hear a lot in the media about being pro-family, yet, rarely do people examine 
administrative policies dealing with the disabled in that light. If they did, they 
would find most of the policies anti-family. For instanca, a family who is tiymg to 
work and care for a severely disabled child gets no extra deduction on their Federal 
income tax. that family tries to get aid from the state department of welfare they 
are told to get a divorce so the mother is eligible for A.D.C. 

U.S. Department of Education, OmcE of the Assistant Secretary for 
Special Education AND Rehabiutative Services, 

Washington, DQ Apnl 29, 1985. 

^Rm^ngmn^iy Member, U.S. House of Representatives, Select Committee on Chil- 
dren, Youth and Families, Washington, I>C. 
Dear Mr. Coats: Thank you for your letter requesting the Office of Special Edu- 
'^ation and Rehabilitation Services to submit written testimony for the record of the 
Hearing, ''Families with Disabled Children: Issues for the Eighties. 

I appreciate the opportunity to present OSERS' views on this important topic. 
Please feel free to contact me if you have further questions. 

Sincerely, Madeleine Will, Assistant Secretary. 

Enclosures. 
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FAirajis With Disablzd Chilobto: Issuts for the Eiohtms 

haw tl^rnortfSiiSl^"'^^"'; ^'^ Rehabilitative Services (OSERS) is pleased to 
Sed dSSSn regarding the issues facing fanS^^ft 



'AMILYSTRSSS 



sE^S.feSA^SSr^'s^— ^^^^^ 



The primary isauea to be consideied are: 
Respite Care 
Parent Burnout 
Family Couiiseling 
Roles of Siblings 
Values aarification 
Infonnation for Planning 



Manvlf *^'p^<fll^'°"^^^'=«'.^'^ ^^^^ Systems 
ThS'a°.LSueSdlvrmlTnf'' "^"^^ I^^il ^"S'"^ f-™"^ ^'^ess. 

SCHOOI/-TO-W0RK TRANSITION 

er|c ^^-^^ 
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community services that may be available oRen fail to provide meaningful employ- 
ment training and segregate individuals from their non-disabled jyers. 

Congress recognized this situation and created the Secondary Education and Tran- 
sition^ Servic^for Handicapped Youth Program. The U.S. Department of Educa- 
tion, Office of Special Education and RehabihtaUve Servic^ has responded to this 
concern by establishing a priority for the improvement of transitional services tor 

^SStCof the Handicapped Act Amendments of 1983 P.L^99 created 
the Secondary and Transitional Services for Handicapped Youth Pregi^ (Section 
626). The purposes of this program is to: (1) strengthen and coordinate education, 
training, and related services to assist in the transitional proc^ to poet secondary, 
vocational training, competitive, or supported employment, continiung eti^ion, or 
adult services, and (2) stimulate the improvement and development of programs lor 
secondary special education. ApprooriatioM for Fiscal T^^ar 1985 are 
million dollars, eigible applicants for fundmg mclude institutions of higher educa- 
tion. State and local school districts, public or private nonprdit agencies or orpm- 
zations, and State Job Training Coordinating Councils and Pnvate Industry Coun- 
cils authorized under the Job Training Partnership Act 

Each unit within the Office of Speaal Education and Rehabilitative Services (Spe- 
cial Education Programs, NationaJ Institiite for Handicapped Research, and Reha- 
bilitation Services Administration) has given top priority to tiie development, expan- 
sion, and improvement of transitional services. Special Education I^x)grams pro- 
vides Federcd leadership for improving the transition of handicapped youth from 

school to work and adult life by: ^ j i r a i^f^^^f:/... a« thA 

Commimication and dissemination of Federal policy and mformation on the 
education of handicapped children and adults. . 
Administration of formula grants and discretionary programs authorized by 

^Encouragement and support of research and the development of knowledge 
and innovations for the education of handicapped children and adults. 

Encouragement and support of the use, demonstration, and dissemmation ol 
models and practices. , ^ j i i i. j ^^a 

Promotion and support of the trainmg of educational, related services, and 
leadership personnel and parents. ^ r j ^i 

Evaluation, monitoring and reporting on the implementation of F«le^ 
policy and programs and the effectiveness of efforts to educate handicapped 
children ana youth. , •. , 

Promotion of interaction and coordination among other Federal agencies, 
State agencies and the private sector including parent and profession^ orwni- 
zations, private schools, and organizations of handicapped persons for the iden- 
tification and review of policy, program planning and implementation issues. 

LEAST RESTRICTIVE ENVIRONMENT 

The concept of education in the least restrictive environment (LRE) w the corner- 
stone upon which Federal special education policy is buUt. Two P"JC?p1^/«^Yt^ 
the placement of handicapped children and youth are established in P.L. y4-14i2. 
The first principle establishes that there is a requirement to place a cmld in an ap- 
propriate setting for learning. For some children that may be a regular classroom, 
for others it may be a specif classroom setting which least restricts the child Irom 
entering the mainstream of educational development. Any departure from tnat prac- 
tice requires a compelling justification. The second principle is that most hand^ 
capped children and youth must be educated with children who are not handicapped 
and addresses the degree of student integration. These are some of the issues ot 
LRE for the 80*s: 

Assessment of current service delivery systems; 

Development of appropriate service delivery systems; 

Implemi.itation of appropriate service delivery systems; 

Institution of effective mechanisms for evaluation of services; 

Provisions of training for general education teachers by qualified special edu- 

^^^Provision of fully trained and certified special education personnel. 

PARENTS AS MEMBERS OF THE EDUCATIONAL TEAM 

The goal of the educational team which develops the individualized education pro- 
gram (lEP) is to evaluate and determine the most appropriate environment lor a 
child who is handicapped. Hopefully, all children who are handicapped will be 
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chUd^Tn^i; maTch^'S ^'^S' ''^"^^^^^^ T '"^^^ P'-^*"" their 



KARLY INTERVENTION 



Fedtral^riuKm era plrt ^^^'^^ ««<1 the implementing 

related 8^cM^?r^kfrHS?lf* J^""* t*'? Provision of special education and 

o^^fpiSe^rp^T^r'tefo/r^^^^^ 

Kasln^ore in theZi te*^*"''-'*!' these children C 

stil U^vS le to Ill^Sn**^^ generations befot* it. Yet services are 
is th^spSm of^SSS^S^ t^^^' e^^*"""" birth to five, nor 

need extensive foc^^^m^iTiL^ those very youiuf handicapped children who 
vi^le start in Ufe ' «"»P'*hensive treatment anf education to give them a 

chM^rire klfo^TuI^ifc"!^ T^"^ t» infant and preschool handicapped 
thP t^fllr^f t -^^^^^ care, etc., must work together, blending their SDecialtiea to 
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The other obstacle to the needed quantity cf such services for young handicapped 
children is the lack of facilitatinff legislation within states. Interdisciplinary profes- 
sionals need to be paid for working with children. Buildings and facilities must be 
provided. Quality standards must protect the client from poorly trained or adminis- 
tered programs or personnel. Only a few states now encourage a full complement of 
intervenUon personnel and facilities. Federal grants are assisting States in planning 
for the initiation of legislation, but many States are resistfint. Again, Ihe universi- 
ties must research the problems and train administrators in their solutions before 
acceptance will be fully obtained. 

RBCREATION 

Families of handicapped children need to be systematically appraised of the 
myriad benefits to be derived from recreation progiwis. Such prcwframs are an im- 
portant tool for enhancing the educational development of handicapped children 
andyoutti. „ i_ , v.. 

To assure the widespread availability of such programs to all handicapped chil- 
dren and their families, written policies and guidelines for implementation need to 
be established. Uniform practices, certification, and licensing need to be sanctioned. 
Appropriate personnel preparation must accompany the clearly defined roles and 
functions of recreation specialists and ultimately affect the effectiveness of recrea- 
tion programs. And finally, opportunities need to be provided for the integration of 
handicapped chUdren and youtn into programs with non-handicapped peers. 

QUAUTY FOR THE 808 

The improvement of educational services for handicappea children and youth in 
this country ultimately depends on improving the preparation and certification of 
school personnel so that those who enter and remain in the teaching profession are 
competent. To achieve this, a number of specific areas need to be strengthened: 



Temporary or Emergency Certification 
National Accreditation 



State Program Approval 
State Certification 
Technologies 
Rural Service Deliveiy 
Linkages and Collaborative Arrangement 
Recruitment, Admission, and Retention 

Faculty/St^^ ^ ^ 

The Preservice Program (Including Curriculum & Competencies Sr. Practical 
Experience) 
Research 
Evaluation 

CONCLUSION 

In conclusion, OSERS has identified a number of issues of importance in the 
eighties: the transition from school-to-work, parent involvement in the decision 
making process related to the disabled child, familv stress, the least restrictive envi- 
ronment, recreation issues, and the education of all health professionals and related 
personnel working with disabled new boms. Inroads in theee crucial areas will 
impact significantly on the Quality of e<Iucation, and ultimately on the quality of 
life, for all disabled individuals. 

U.S. House of Representatives, 

SELECT COMMITfEE ON CHILDREN, YOUTH, AND FaMIUES, 

Washington, DC, May 17, 1985. 

Ms. Beverly Bertaina, 
Sebastopol, CA 

Dear Ms. Bertaina: This is to express my personal appreciation for your appear- 
ance before the Select Committee on Qiildren, Youth, and Families at the hearing 
held in Anaheim, California, "Families with Disabled Children: Issues for the 80*s. 
Your participation contributed greatly toward making the hearing a success. 

The Committee is now in the proceiis of preparing the transcript of the hearing 
for publication. It would be helpful if you would go over the enclosed copy of your 
testimony to make sure it is accurate, and return it to us within three days with 
any necessary corrections. 
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<lu^Mrt&S^'^ ^^^'"^ ^"^^ the following 

1. What can you tell the Committee about the extent and quality of hospice 
^ families with disabled children? "WFi^c 

to state?^°" ^^^^ information on how these types of care differ from state 

h^ Jt^ ^^1^^^^ '^i^ any experiences that oCher countries have had with 
hwpice and respite care from which we can learn? 

\\\ Lu^}^1l ^f^^°"«ation grown out of the hospice movement for the terminally 
d^faW^^^^ ^ ^"^^"'•^^ ^^^^ programming for disabled chi^ 

Q)mmiTtL?tyu7^^^ ^'^^ -^-^^ Select 

„ , George Miller, Chairman. 

Enclosure. 

To: House SubO)mmittee on Childre i Youth & Families 
From: Beverly Bertaina, Sebastopol, OA. 
Date: May 20, 1985. 

Re: Respite Care for Disabled Children. 

TK^^'i^ '^'^ "^J^^.^ <le«' in the counties within the state of California. 

i "°,'^P'*^ "> ™any areas, very little in some areas & an inadequate 
amount m a few areas. «.">^uciic 

'"'^"1 '•'f disabled child) is not the only need of fami- 

mLT " I Pa".^^"]"® attendant care, but funding is available only for adult dis- 
abled people. Attendant care provides help with our disabled child while we're 
home, kMp to do some of the lifting, transferring, bathing, feedinriiaS, Ther! 

* nrjiLl''^l*? Congressman Lehman in his interest in hospice programs 

& programs that use disruptive students to peer tutor disabled students. "Die jexta- 
&r thi t^3lv'?n°2".'l'^" ^."^ get 2 deviant groups (such as pr^Wem 
S„ o TK '^"""'a 'y & the disabled) out of the way and kill 2 birds with one 
^ P"''^"! resu'ts in lowering the status of bot' groups 

irrind'fn'^i'r'^Ki'J.'*'" ^^""r"^ the worid), in lower standa^ with^?^ 
SX^^n'..^ f ^'5 ^?P* 'he mainstream (where they need to be). 

Mt leS """'^ ^^"^^ f«»n ««<=h other, 

I feel strongly that my disabled child must be afforded the ^e quality & protec- 
^,1^; 1^^^hV^Z"\i^?-^^ '•'^ir """disabled children. If a ,^r tuto^r p^ 
Sh« * 1^1? iff 90% must work with non^iisabled 

ml^ipnf'^"'^^^"' a'thouRih our disabled children often have 

^t^i f lu^^ ^^i"" ""eds are usually not their most im- 

portant needs; their educational, developmental, social, communications ne^ are 
anced & te f programs based on the medical model can be extremely unbal- 



House of Representatives, 
Select Committee on Children, Youth, and Famiues, 
„ „ „ „ Washington, DC, May 17. 1985. 

Ms. Florence M. Povadue, R.N., M.A. 
Executive Director, Parents Helping Parents. 
San Jose, CA. 

?f1^f^*- "Iliis is to express my personal appreciation for your appear- 

ance before the Selec Comm ttee on Children, Youth, and Families at the heK 
vli nn^^^"''^!'^' Cahfomia/'Familiefi with Disabled Children: Issues for the 80's.^ 
Your participation contnbuted greatly toward making the hearing a success, 
fo- DubliiX'n^f "^^il!? °^ preparing the transcript of the hearing 

t^tPr^nnffJ. t *°"'<1 .be. helpful if you woufd go over the enclosed copy of your 

qu^tfoli't" ih?rSr"" ^ ""^^^ 
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Are you aware of any hospice programs for children and their families in tSie 
Washington, D.C. area, South Florida, or anywLere else there might be n xiel ef- 
forts*^ 

Let me again express my than?^, and that of the other mmb^rs of the Select 
Committee, for your testimony. 

Sincerely, ^, 

GieoRGE Miller, Chairmaru 

Enclosure. , 

P.-.rjENTS Helping Parents Inc., 

Sun Jose, (M, May 20, 1985. 

George Miller. „^ ^t> 

Chairman, Select Committee on Children, Youth, and Families, U.S House of Repre- 
sentatives, m House Office Building Annex 2, Washington, DC 

Dear Sir: I have enclosed my corrected copy of the testimony riven before the 
Select Committee on Children, Youth, and Families in Anaheim. California, 

In answer to Congressman Lehman's request: Are you aware of any hospice pro- 
grams for children and their families in the Washington, D.C. Area, South Florida, 
or anywhere else there might be model efforts? 

I talked with tlje Director of Hospice of the Valley of San Jose. Califorma. She 
states that their hospice, and most hospices are open to children. She e^so hastened 
to add that in six years of operation, they have only served three cliente under 18 
years of age. T!ieir youngest was 17 years old. They have no age limits though. She 
feels that thoy have not seen use of meir services for children for possibly two main 
reasons: 

No. 1. Parents cannot bring themselves to acceptance of their rMd's deatl , no 
they cannot let go. Using a hospice would indicate that they are doing just that, so 
they shy away from the concept of hospices. 

No. 2. Support for parents is available in most children's hospitals on the oncology 
units. 

There is also support for parents through an organization called Candlelighters: 
their natioAal address is Suite 1011. 2025 Eye St. NW. Wash., DC 20006. K>/iiald 
McDonald Houses are sometimes attached to children's oncology units. 

' talked with a Dr. Sil* o Margolis in San Francisco (456 Columbus Ave. S.I.. CA. 
94133— PI.: 4 15-989—7550) who operates a Pediatric House Call Agency. It is a type 
of hospice service as he explains it. He considers it a model for cliild care m me 
home. He will be in Bethesda at the Holiday Inn on 8120 Wisconsm Ave. July ^ 
August 2. Someone might want to get in touch and get more information about hip 
concepts. 

Also, there is a Dr. John Golinski at Childrens Hosp. of Oakland (415-42^000). 
He is the Director of Psychological Services and may well be able to supply further 
information on this topic for Congressman Lehman. 
Respectfully, 

F.M. PoYADUE, RN MA 



House of Represwtatives, 

SelFCT COMMnTEE ON CHILDREN, YoUTH, AND FaMIUES, 

Washington, DC, May 17, 13h5. 

A> N P. TURNBULL, Ed.D. 
Lawrence, KS 

Dear Dr. Turnbull: This is to express my personal appreciation foi vour appear- 
ance before the Select Committee on Children, Youth, and Families at he hearing 
held m the Anaheim, California, "Families with Disabled Children: Issues for the 
80's " Your participation contributed greatly toward making the hearing a suc^. 

The Committee is now in the process of preparing the transcript of the l-yanng 
for publication. It would be helpful if you would go over t!ie enclosed copy of your 
testimony to make sure it is accurate, and retum it to u " within three "^ys with 
any necessary corrections. , i. . 

In addition. Congressman Lehman has requested that you answer the following 
questions for the record: . , 

1. What can you tell the Committee about the extent and quality of hospice care 
and respite care for families with disabled children" 

?. Do you have any information on how these types of care differ from state to 
state? 

3. Are you familiar with any experiences that other countries have had with hos- 
pice and respite care from which we can learn? 
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4. Has any information grown out of the hosp'ce movement for the terminally ^11 
elderly that we can use to encourage better programming for disabled children and 
tner* families^ 

hit me a^in express my thanks, and that of the other membere of che Select 
Committee, for your testimony. 
Sincerely, 

Gpx)»;ce Miller, Cnairman, 

Enclosure. 

The UNivERsrrv of Kansas, 
Bureau of Child Resfarch, 
Lawrence, KS, May 21 19S5. 

Representative Miller, 

Select^mmittee on Children, Youth, end Families, H2-385. Ann^ 2, Washington, 
of A^rfl ^l^*^^^^""^^ Miu^: Enclosed is the revised transcript of my testimony 

I am not qualified to answer questions about hospice, but I refer your staff to 
Mental Retardation, ' Vol. 22, No. 4, August 1984 for a symposium about hospice. 
It was a pleasure to have worked with your committee and you, and my husband 
and 1 stand ready to help you at any time. 
Very truly yours, 

Ann p. TtTRNBULL, 
Acting Associate Director. 
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